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THISISSUEAND WHY IT MATTERS

his year marks the 25th anniversary of the passage of Public Law

99-457, the Education of the Handicapped Act Amendments of

1986. Ronald Reagan signed the bill into law at a time when the
United States was facing a severe economic downturn. Despite repeated
challenges for funding, the program continues to this day. Many of the
children who “graduated” from early intervention 25 years ago have
completed their education, entered the workforce, and are contributing
to their communities. Their parents and caregivers were pioneers in
leading and improving early intervention services and today are helping
new parents navigate and lead the system. This is the success of early
intervention.

Creating the comprehensive, coordinated system envisioned in
Public Law 99-457 is a formidable task. The “glue money” provided
by the federal government barely covers the cost of implementing a
system that meets the required elements of being “comprehensive,”
“multidisciplinary,” and “interagency.” The individuals who take on this
task, and the families that guide them, are heroes. They are also weary, a
bit discouraged, and frustrated by the lack of action to reauthorize Part C
with adequate and sustainable funding. Still, they push for progress.

There is more to be done. The articles in this issue of the Zero To Three
Journal bring attention to current issues in Part C early intervention,
highlight innovative community efforts, consider ways to benefit from
parent leadership, and outline strategies to renew the early intervention
field’s commitment to quality. These articles describe the evolution of
state early intervention systems and the issues they continue to face:
financing, personnel, improving quality and compliance issues. The
intent and spirit of early intervention can be realized only if these issues
are promptly addressed at federal and state levels.

Anew vision—or perhaps a return to the original vision—of effective
earlyintervention is described both in principle and in practice. Details
about an outreach and screening project in the San Fernando Valley
in California illustrate how building relationships and respecting
culture, language, and traditions of parents as well as of providers can
fully engage a community in supporting all its families and children.

The features of high-quality inclusion are defined and reinforced by
anational consensus statement and a solid base of evidence. Parallel
requirements between Early Head Start and early intervention provide
an opportunity to create meaningful partnerships for families living

in poverty. Respect for family involvement is a keystone of early
intervention,; the article by the members of Early Intervention Family
Alliance highlights the role of parents as leaders and change agents

in early intervention systems. Authors also examine opportunities in
federal and state policy to strengthen early intervention services and
supports and to more fully integrate with broader early learning, health,
mental health, and family agendas.

Early experiences matter, and they matter for all children. In this
2sthyear of early intervention, we must look closely at where we’ve been
and where we want to go. I hope that the information and perspectives
offered in this journal renew our commitment to early intervention,
build on the strengths of families as partners and leaders, and provide us
with clear direction for improving services and policies.

Cindy Oser, Guest Editor
Senior Policy Analyst, ZERO TO THREE Policy Center
coser@zerotothree.org
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From Then to Now

The Evolution of Part C

KATHLEEN HEBBELER

SRI International
Menlo Park, California

MAUREEN GREER

IDEA Infant and Toddler Coordinators Association

Indianapolis, Indiana

BRADLEY HUTTON

New York State Department of Health’s Bureau of Early Intervention

Albany, New York

n 1986, Congress made a significant change to the federal
legislation governing special educational services for children
with disabilities. The law was amended to create a new program
addressing services for children less than 3 years old with
developmental delays and disabilities and their families. This
program continues today as Part C, Infants and Toddlers
With Disabilities, of the federal Individuals With Disabilities
Education Act (IDEA, 2004). Part C provides grants to states “to
develop and implement a statewide, comprehensive, coordinated,
multidisciplinary, interagency system that provides early intervention
services for infants and toddlers with disabilities and their families”
(Sec. 631(b)(1)). Part C of IDEA remains an optional program for states,
but if a state chooses to apply for Part C funds (and all states and six
jurisdictions' currently do) then the state must comply with all of the
provisions of the law including identifying a lead agency and providing
services to all eligible infants and toddlers and their families.

Unlike the IDEA programs for children 3-21
years old, one of the stated purposes of Part C
is to build the capacity of families to meet the
special needs of their child. The law’s empha-
sis on family is reflected in the Individualized
Family Service Plan (IFSP), a service plan
which is to be developed for each participating
family and documents both the child and fam-
ily outcomes to be addressed and the services
that will be provided. Part C was envisioned
as a partnership between parents and profes-
sionals with family resources, concerns, and

! Throughout this article, the word “state” will be used to
refer to the 50 states and 6 jurisdictions participating in
Part C.
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priorities being central to decisions related to
outcomes and services (Beckman, Robinson,
Rosenberg, & Filer, 1994).

Making the Part C vision of family-
centered service and supports a reality for
children and families required changes at
both the state and local levels. Although a
few states were providing services to some
segments of this population in 1986, no state
had all of the program components required
by the law (Meisels, Harbin, Modigliani, &
Olson, 1988). States had to put in place a state-
level infrastructure that included designating
alead agency to monitor and support
implementation, establishing an Interagency
Coordinating Council, and instituting

mechanisms for helping the public learn about
early intervention services. States also had

to address issues of personnel qualifications
and preparation and build a service delivery
system at the local level. By 1994, all states

had made progress in developing their
comprehensive systems and in creating
mechanisms to coordinate and facilitate
planning and were “looking into complexities

Abstract

The implementation of Part C of IDEA
has continued to evolve as states have
built and modified service delivery
systems. The number of children
served has increased dramatically
with nearly 350,000 children and
their families now receiving early
intervention services. Meanwhile,
challenges to the provision of quality
services—such as securing adequate
funding, staffing programs with
qualified personnel, and monitoring for
quality—persist. A new development
for Part C is the systematic collection
of data on child outcomes. The
upcoming reauthorization of IDEA
presents an opportunity to further
refine this important federal program
for children less than 3 years old and
their families.



of ensuring that personnel are qualified”
(Trohanis, 1994, p. 218). States adopted
different structures for providing early
intervention services that included the use of
public and private programs and providers to
varying degrees (Spiker, Hebbeler, Wagner,
Cameto, & McKenna, 2000).

In the nearly 25 years since Part C was cre-
ated, the implementation of the program has
continued to evolve in response to multiple
factors. The number of children and fami-
lies served has increased and the knowledge
base regarding effective services continues to
expand. Meanwhile, chronic challenges such
as shortages of appropriately trained per-
sonnel and insufficient funding persist. This
article discusses five areas related to Part C
implementation to illustrate some critical
issues and new developments that are influ-
encing how early intervention services are
being provided around the country.

Who Is Served

MPLEMENTATION OF PART C has often
I been characterized by variation across
states, especially because the law gives
states discretion in establishing eligibil-
ity criteria. The law requires that each state
must serve children with either a develop-
mental delay in one or more of five domains,
(cognitive, physical, communication, social
or emotional, and adaptive), or a diagnosed
physical or mental condition that has a high
probability of resulting in developmental
delay. In addition, states may elect to serve
infants who are at-risk for developmental
delay as a result of biological or environmen-
tal risk factors or children who are eligible
for preschool special education services who
have been served by the Part C system and
whose parents wish to stay in the Part C sys-
tem. The number of states including children
at-risk in the population eligible for early
intervention has varied over the years but has
always been small. In 2010, there were seven
states (American Samoa, Guam, Illinois, Mas-
sachusetts, New Hampshire, New Mexico,
and West Virginia; Ringwalt, in press) serving
children at risk through the Part C program.
States are required to establish eligibil-
ity criteria for developmental delay using a
metric such as percentage delay, standard
deviation, or delay in months. Many states
use some combination of methods that most
often includes the use of a percentage delay
(Shackelford, 2006). The percentage of delay
varies across states from “any delay” ina
developmental domain to a 50% delay in one
developmental domain. Over the past 8 years,
as aresult of the fiscal challenges faced by
state Part C systems, an increasing number
of states have narrowed their eligibility cri-
teria, requiring a higher percentage of delay
for eligibility. In addition, some states have

Part C is designed to build the capacity of families to meet the special needs of their child.

begun moving away from the use of percent-
age delays because they can result in misuse
of age equivalent scores from assessment
tools. A 2009 survey of Part C coordinators
found that seven states had narrowed eli-
gibility, nine were considering narrowing
eligibility, one had expanded eligibility, and
two were considering expanding eligibility
(IDEA Infants and Toddlers Coordinators
Association [ITCA], 2009).

One of the strongest indicators of how
much change has occurred in the Part C pro-
gram since its creation is the dramatic increase
in the number of children receiving services. At
the end 0 1992, 143,000 children and families
were reported to be receiving early interven-
tion through Part C. By 2009, the number had
more than doubled to 349,000. As a percent-
age of the general population less than 3 years
old, the growth has been from 1.18% t0 2.67%
(U.S. Department of Education, 2009). Given
that each state establishes its own eligibil-
ity criteria for Part C within the parameters of
the federal law, there has always been consid-
erable variation in the percentage of children
served across states. The percentage of the
general population served in the fall of 2009
varied across states from 1.24% in Georgia to
6.5% in Massachusetts (U.S. Department of
Education).

The national data available from the U.S.
Department of Education on the numbers
and percentage of children served evokes
differing responses from the early childhood
research community. Some researchers
have written that Part C systems are leaving
many potentially eligible children without
services (Rosenberg, Zhang, & Robinson,

2008), and other researchers believe that the
methodology used by the federal government
for counting children underestimates states’
efforts (Dunst, Fromewick, & Hamby, 2004).
Currently, the U.S. Department of Education
collects two types of data: a mandatory single-
day count of children enrolled in Part C

and the optional yearly aggregate number of
children served. An alternative measure is the
proportion of children born in a given year
who were ever served in the state’s Part C
program. In an attempt to examine thisissue,
the ITCA has begun a birth cohort study to
track children born in 2006 who may have
been referred, evaluated, or enrolled ina

Part C system at any point during their 3-year
period of potential eligibility. Data from this
study suggest that the number of children
who have contact with the Part C system
isaleast 3 times as high as the single-day
count. The use of a birth cohort measure and
including children who are referred along
with those who are ultimately served more
accurately represents the scope of the Part C
program’s reach within the population of
infants and toddlers nationally.

Financing the Part C System

ART Cwas developed as a new kind
P of entitlement system. Each year, an

authorized official from each state
must reaffirm that state’s commitment to
participate and provide assurances of its
compliance with federal requirements. In
addition, unlike other entitlement pro-
grams that have dedicated federal funding
for required services, Congress charged state
Part C systems with coordinating multiple
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Each state receives a federal Part C grant based on the number of infants and toddlers in

the general population in the state.

federal and state funding sources to sup-
port the infrastructure and service needs of
eligible children. The federal Part C fund-
ingallocated to states and jurisdictions was
designed to be “glue money,” funding that
would support interagency infrastructure
activities and would be used for direct ser-
vices onlywhen all other resources had been
exhausted. The federal regulations for Part C
identify five federal programs as resources

to support the Part C system: Title V of the
Social Security Act of 1935 (Maternal and
Child Health); Title XIX of the Social Security
Act of 1965 (Medicaid and EPSDT); the Head
Start Act (1998); IDEA (2004); and the Devel-
opmental Disabilities Assistance and Bill of
Rights (1975).

Each state receives a federal Part C grant
thatis based on the number of infants and
toddlers in the general population in the
state, not on the actual number of children
served in the program. The federal Part C
allocation increased dramatically between
1992 and 2004, from $175 million to $444
million, but since 2004, funding has been
essentially flat with the exception of one-time
American Recovery and Reinvestment Act
of 2009 (ARRA) funding . The increase in the
number of children served has resultedina
significant decrease in the federal Part C per-
child allocation from a high of $1,975in1999
to $1,283 in 2009 (excluding the one-time
2009 ARRA funds; National Early Childhood
Technical Assistance Center, 2010).

Each state has developed a unique sys-
tem of financing that builds on federal, state,
and local funding sources. Although there are
sources of funding in common across states,
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the type and amount of state and local funds
varies dramatically. State Part C coordina-
tors from 40 states and jurisdictions reported
to ITCA that more than $3 billion dollars was
financing Part C systems. Most (55%) funds
come from the state level, with 31% from fed-
eral funds, and 14% from local fund sources.
The state coordinators reported that fed-
eral Part C funds account for less than 12%
of the total funds supporting early inter-
vention systems. All 40 states could identify
the fund sources that were being used, but
only 15 states were able to identify the total
dollar amount of each of the fund sources.
The median number of fund sources used

by states across all three levels was five
(IDEA Infants and Toddlers Coordinators
Association, 2010a).

Navigating the complex array of financ-
ing options remains challenging for states.
Sources of Medicaid financing vary greatly
among states including use of Medicaid
coverage under Early Periodic Screening
Detection and Treatment (EPSDT), the reha-
bilitative coverage option, targeted case
management, and section 1915 home and
community-based waivers. Although most
states access Medicaid coverage to sup-
port their Part C program, the other sources
identified in federal regulations are used
less often. Only 13 states reported they used
funds from the Maternal and Child Health
Block grant, 2 states used Early Head Start
funds, and 6 states used the Developmental
Disabilities Block grant.

The sharp decline in federal Part C funds
per child has placed increasing pressure on
states to expand the level of support from

other sources or lower costs through, for
example, narrowing eligibility or implement-
ing fees for families. Some states have even
considered withdrawing from the federal
Part C program in part as aresult of finan-
cial and other program pressures. In 2009,
seven states were having high-level dis-
cussions about withdrawing from Part C,
although this declined to one state in the 2010
(IDEA Infants and Toddlers Coordinators
Association, 2009, 2010a). This reprieve is
likely temporary due to additional ARRA
Part C funding in 2009.

Wide variation in sources and amounts of
financing across states has also contributed
to anunequal implementation of the
program across the country. Variation in the
percentages of children enrolled by state is one
obvious manifestation of this. Another is the
variation in the level of services provided to
enrolled children. In 2010, states reported the
average number of hours of service provided
per month per child amount ranged from
2 hours per month to 30 hours per month.
Equally interesting was that more than half
(26 out of 50) of the states responding to the
survey did not have data on how much service
children were receiving (IDEA Infants and
Toddlers Coordinators Association, 2010b).
The desirability and impact on children
and families of such extreme state-to-state
variation in a national program remains an
importantissue. In addition, more information
isneeded on the delivery of Part C services,
including the amount of service provided, and
more research is needed to examine the cost-
effectiveness of the diverse array of service
delivery options in Part C systems.

Adequate financing for early intervention
services has been a persistent problem since
Part C was created. The current dire eco-
nomic situation has turned this problem into
acrisis in many states. The Congressional
assumption that early intervention services
could be adequately supported by coordinat-
ing existing funding sources was erroneous
and stands in stark contrast to the fiscal real-
ity that state Part C programs face in 2011.
The upcoming reauthorization of IDEA will
provide an important opportunity for policy-
makers to revisit how Part C can be funded so
states are not forced to serve fewer children
or provide less service.

Personnel

N ADEQUATE suppLyY of qualified
A personnel has been recognized

as essential to providing effective
services for children and families since the
creation of the Part C program (Bailey, 1989;
Klein & Gilkerson, 2000; Lucas, Hurth,
& Kasprzak, 2010). No national data are
available on how many professionals are
providing early intervention services across



the country. Although IDEA lists 16 different
early intervention services, most families
receive one or more of a small common

core of services. Nearly all families receive
services from atleast one professional from
the disciplines of early intervention, speech
and language therapy, physical therapy, or
occupational therapy (Hebbeler, Spiker,
Morrison, & Mallik, 2008). In addition,
families will be receiving service coordination,
which must be offered to all families and may
be provided by professionals from different
disciplines (Bruder, 2005). Because they
provide the overwhelming majority of early
intervention services, an adequate pool of
personnel in the common core disciplines

is essential to the provision of quality early
intervention services.

Workforce issues continue to present
myriad challenges to the provision of high-
quality early intervention services 25 years
after the law’s passage. Personnel challenges
donot arise from a single source and thus
do not have a single solution. Some of
the interrelated factors contributing to
both the supply and demand for qualified
personnel include credential and licensing
requirements, service delivery models
for providing early intervention and their
associated staffing patterns, the availability of
programs in institutions of higher education
for training the next generation of providers,
the influence of professional associations
that represent the interest of the various
disciplines providing early intervention and
establish national standards, federal support
for programs that provide pre-service and
in-service training for professionals, and
fundinglevels for early intervention services
(Hebbeler,1997).

Part C requires that states establish
qualifications for early intervention
personnel. High standards are needed for
quality service provision but also create
personnel shortages by restricting the pool of
potential providers. Another area of variation
across states for Part C is the requirements
for early intervention personnel. For
example, 73% of states require a bachelor’s
degree for early interventionists, 27%
require a master’s degree, and 7% require a
certificate from a professional association.
The corresponding numbers for service
coordinators are 71%, 20%, and 5%. These
figures contrast with the requirements for
speech language pathologists for whom
63% of states require a master’s degree, 10%
require a bachelor’s degree, and 37% require
certification from a professional association
(Sopko, 2010).

Nearly all states report shortages of early
intervention personnel with the most severe
shortages being in professions providing the
common core of services reported above:

|
Personnel challenges do
not arise from a single
source and thus do not
have a single solution.

speech language pathologists (81% of states
reporting a shortage), physical therapists
(74%), occupational therapists (54%), and
early interventionists (31%; Sopko, 2010).
States identify a variety of barriers to
obtaining adequate numbers of personnel
including an inadequate supply; insufficient
salary and benefits, especially when early
intervention programs compete with school
districts, the private sector, and hospitals,
who are potential employers for the same
pool of professionals; and factors related

to geography, such as finding personnel in
rural areas or who are willing to drive long
distances or face the safety issues of working
in some urban areas. Other personnel
challenges for states are inconsistent
funding, the need for bilingual personnel,
staff turnover, and oversight of personnel
(A.J. Pappanikou Center for Excellence in
Developmental Disabilities, 2006; Sopko,
2010).

Higher education plays a critical role
in addressing the problem of personnel
shortages through both pre-service and
in-service training. Yet in one survey, only
25 out of 41 states reported coordinating
with institutions of higher education
(Sopko, 2010). In another survey, 58% of
states reported having higher education
programs specific to early intervention
professional preparation, and 62% reported
having additional agencies that provide
early intervention training. Inadequacies
in the content of preparation programs for
therapists has been an ongoing problem
especially with regard to areas critical to
early intervention such service coordination
or teaming (Bailey, Simeonsson, Yoder, &
Huntington, 1990; Bruder & Dunst, 2005).
Itis not surprising that alack of adequate
preparation creates a problem for service
provision. States reported a need for
additional early intervention training for
speech therapists (24% of states), physical
therapists (24%), and occupational therapists
(22%; A.J. Pappanikou Center for Excellence
in Developmental Disabilities, 2006).

The persistent and daunting challenges
related to personnel must be addressed if the
vision of the law is to be realized. Despite the
many issues related to training, hiring, and
retaining a qualified work force in Part C,
dedicated early intervention professionals
sit down every week with families to help

them support the development of their

child. As Congress moves forward with
reauthorization of IDEA and the next
evolution of Part C, it will be important

to find ways to support these providers in
what they do and to continue to build the
infrastructure to develop the next generation
of professionals who will follow in their
footsteps.

Efforts to Ensure Quality and
Compliance

NSURING THAT EVERY early interven-

tion program provides high quality

early intervention service is not an easy
undertaking. IDEA requires the state agency
to monitor how local programs provide ser-
vices and the U.S. Department of Education to
monitor state implementation. The provision
of Part C services is governed by federal law,
but many of the law’s requirements address
aspects of service delivery such as timelines
and required signatures that are not directly
linked to effectiveness of intervention. Early
intervention services must comply with legal
requirements but, to be effective, services
also need to reflect the current research and
recommend practices (Sandall, Hemmeter,
McLean, & Smith, 2004). An ongoing strug-
gle for the administration of Part C has been
how to design a monitoring system that sup-
ports states and local programs in providing
services that are effective as well as in compli-
ance with the law.

The 2004 reauthorization of IDEA
included a new approach for examining each
state’s implementation of the law’s require-
ments. States were required to develop a
State Performance Plan (SPP) and to report
on progress through an Annual Performance
Report (APR). The 2004 reauthorization
identified four priority indicator areas for
Part Cincluding child find, natural environ-
ments, transition, and general supervision.
State Part C agencies now report on progress
toward targets for 14 required indicators (the
indicators for Part C can be found at www2.
ed.gov/policy/speced/guid/idea/capr/2o10/
b2-1820-0578cmeatable111210.pdf) in
the APR. The Office of Special Education
Programs (OSEP) in the U.S. Department of
Education reviews each state’s APR annually
and determines each state’s compliance with
the requirements of Part C of IDEA. On the
basis of the information provided by the state,
OSEP determines whether the state meets
requirements, needs assistance, needs inter-
vention, or needs substantial intervention.
Over time, OSEP has found that a growing
percentage of states meet the requirements
under IDEA Part C, increasing from 27% in
2005 t0 50% in 2008.

This increase in the number of states
found to meet requirements would seem to
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Higher education plays a critical role in addressing the problem of personnel shortages
through both pre-service and in-service training.

indicate improved programs and services
delivered to children in Part C programs
nationally, but the determinations are based
solely on the 14 SPP/APR indicators which
assess only a narrow slice of program per-
formance. OSEP has designated 7 of the 14
indicators as “compliance” indicators which
means that state performance on the indica-
tor must be at 100%. Some would argue that
evaluating state implementation on a set of
narrow indicators hasled to states expending
substantial resources to produce better num-
bers that do not actually reflect improved

]
Learn More

STATE PERFORMANCE PLANS AND ANNUAL
PERFORMANCE REPORTS
www.taccweb.org/joint2010/spp-apr_brochure.
pdf

NAaTIONAL EARLY CHILDHOOD TECHNICAL
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services. As one brief example, one of the
compliance indicators addresses the percent-
age of infants and toddlers with IFSPs who
receive services in a timely manner. OSEP
allows states to establish their own defini-
tions of what constitutes receiving services
in a timely manner. Between 2005 and 2008,
some states relaxed the number of days in
their criteria for timely service, making it eas-
ier for them to meet the criteria. Efforts to
secure increased performance on the APR
indicators coupled with the inadequate
standardization of the data collection and
reporting requirements has resulted in states
finding ways to show improved performance
on the indicators which may have, ironi-
cally, compromised the quality of services to
infants and toddlers served under Part C.
The inclusion of performance indicators
in the 2004 reauthorization of IDEA grew in
part out of concern that the U.S. Department
of Education had focused “its monitor-
ing efforts too much on process compliance
and has paid little to no attention to moni-
toring for results” (President’s Commission
on Excellence in Special Education, 2002).
Unfortunately, states continue to be con-
cerned that the direction reflected in the SPP/
APRis overly focused on compliance to the
detriment of quality services. Comments
submitted by ITCA in response to the 2007
Notice of Proposed Rulemaking for Part C
which proposed new compliance require-
ments reflect these concerns:

ITCA supports changes that will positively
impact young children and their families.
States and territories face challenges to meet

the increasing administrative and statu-

tory requirements of Part C. These increased
requirements create an enormous burden on
states and territories who are struggling to
identify sufficient resources to support the
administrative and direct service requirements
of the system (ITCA, 2007, p. 2)

The federal role in monitoring state com-
pliance with the requirements of IDEA is
essential for ensuring that children and fam-
ilies receive all the rights afforded to them
under Part C. However, the oversight of
Part C would benefit from effective efforts
to improve the quality of services along with
monitoring for compliance. In addition,
many states feel the burden of maintaining
and demonstrating compliance with Part C
of IDEA has too often distracted states from
efforts to maintain or increase the number of
children served and to improve the quality of
services received. The performance measure-
ment system for Part C could be improved
through a more meaningful set of indicators
that incorporates metrics of the quality of the
services provided to children and families as
well as the state’s compliance with the law’s
requirements.

Measuring Outcomes for Children
and Families

RIOR TO THE passage of the Education

for All Handicapped Children Act of

1975, the original legislation that is
now IDEA, children and youth with disabili-
ties were being denied an education in public
schools. Much of the policy focusin the
decades that followed, including the amend-
ment that added Part C in 1986, addressed
getting children with disabilities access to
needed services. In the early 1990s, research
on adolescents who had received special edu-
cation revealed that far too many of these
young people had poor outcomes. They were
not finding jobs, they were not attending
postsecondary schools, nor were they able to
live independently (Wagner et al., 1991). This
research contributed to an important shift
in focus in the special education community
from making sure children had access to ser-
vices to ensuring they were achieving good
outcomes. As noted in the previous section,
the President’s Commission on Excellence
in Special Education (2002) also empha-
sized the importance of examining the results
being achieved under IDEA.

At the same time, in both the public and
private sectors, there was a push for greater
accountability and for the collection of
information on the intended outcomes of
programs (Osbourne & Gaebler, 1992). At the
federal level, this movement was reflected in
the Government Performance and Results Act
(1993) which requires all federal programs to



annually report on program outcomes. The
only national outcome data on Part C was from
the National Early Longitudinal Study. The
study found good outcomes for children who
had participated in Part C, however, it followed
only one group of 3,338 children from early
intervention through kindergarten (Hebbeler
etal.,2007). Government Performance and
Results Act indicators were to be reported on
annually so that outcomes could be tracked
over time. The lack of outcome data for
children and families participating in Part C
became especially problematic in 2003
when the Office of Management and Budget
instituted a new budgetary review process with
the intent of ensuring that funding decisions
were based on demonstrated effectiveness.
Lacking data on outcomes, Part C was given
ascore of o for accountability and labeled
as “Results Not Demonstrated” (Hebbeler,
Barton, & Mallik, 2008).

The widespread recognition of the need
to have information addressing whether or
not programs are achieving their intended
outcomes hasresulted in a federal require-
ment for the collection and reporting of
data on child outcomes for Part C. The U.S.
Department of Education developed an APR
indicator on progress toward three child out-
comes: social relationships, the acquisition
and use of knowledge and skills, and taking
action to meet needs. An extensive stakeholder
process thatincluded state and local admin-
istrators, families, researchers, policymakers,
professional associations, advocates, and oth-
ers was used to identify three child and five
family outcomes for which Part C program
should be held accountable (Bailey et al., 2006;
Hebbeler & Barton, 2007). States are required
to annually publish data on child outcomes for
the state and, beginning in 2011, by local pro-
gram as well. Over the last several years, states
have undertaken extensive efforts to build
measurement systems to collect data on child
outcomes. States have adopted a variety of
approaches and are in various stages in 2011
withregard to their capacity to produce valid
and reliable statewide data. Each year the qual-
ity of the data submitted by states continues to
improve, indicating that, in the not too distant

future, national data on the outcomes achieved
by children in Part C will be available annually.
More information about the child and fam-

ily outcomes, the reporting requirements, and
state approaches can be obtained at www.the-
eco-center.org.

Even though the impetus for the collec-
tion of child outcomes data came from the
federal government, many state and local
programs have welcomed the collection of
data on child and family outcomes. In these
times of tight budgets, many within and
outside of the Part C system recognize the
importance of looking at the overall effective-
ness of programs. There is much to be learned
from programs that are achieving good out-
comes and, conversely, programs that are
less successful need to be provided support
so they too can help children and families
achieve good outcomes. It can be hoped that
the regular collection and use of data on child
outcomes will become a powerful tool for
program improvement in the coming years.

Moving Forward

HE POTENTIAL OF early intervention

services to make a meaningful

difference in the lives of infants and
toddlers experiencing delays and disabilities,
and in the lives of their families, is as real
today as it was when the law was passed.
The initial wave of excitement about the
incredible potential of the Part C program has
been somewhat tempered by the manyand
significant challenges states have encountered
in trying to build the infrastructure to support
the delivery of quality services. There have
been many successes—a major one being that
on any given day nearly 350,000 children and
their families are receiving early intervention
services with all of the rights and protections
afforded them under the law. States continue
to struggle with how to pay for services and
how to ensure that each family is receiving
effective services from qualified personnel.
More data are being collected and reported
than ever before, but there is still much we do
not know about cost-effective service delivery.
None of this is surprising for an enterprise as
complex as building a national system of high

quality early intervention services. In 1989, Ed
Martin, a former federal official charged with
the implementation of the original law that
later became IDEA, reflected on the passage of
Part C. His words are as profound today as they
were then:

I think it would be unrealistic to assume that the
new programs for ... youngsters from birth to 2
years will soon achieve high-quality service suc-
cess ... On the contrary, I think what we have

to expect is that we have achieved a kind of vic-
tory in principle with the passage of the act and
that we now begin a long, frustrating process of
evolution toward the kinds of quality programs
that are necessary.” (1989, p. 31).

Evolution is along, slow process but for
the sake of the children and families who will
turn to early intervention in the coming years,
the early intervention community needs
to continue to steadfastly address the chal-
lenges posed by Part C implementation and
move quickly to close the gap between vision
and reality. §
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The Top 10 Mistakes in
Early Intervention in Natural
Environments—and the Solutions

R. A. McWILLIAM
Siskin Children’s Institute
Chattanooga, Tennessee

arly intervention for children with disabilities is now

commonplace, but bad habits have crept in. In this article

I describe the top 10 mistakes early intervention providers

make, and I offer some solutions. Early intervention

here refers to the services operated under Part C of the

Individuals With Disabilities Education Improvement

Act (Public Law 108-446, 118 Stat. 2647); Part C refers to
infants and toddlers with disabilities and their families. Sometimes, early
intervention is used to refer to a broader range, such as children from
disadvantaged backgrounds. Although I specifically refer to Part C, some
of the mistakes and solutions indeed apply to the wider field of early

childhood education.

Part C services are (a) multidisciplinary
and multiagencyand (b) family-centered. The
first characteristic means that professionals
from many different disciplines, such as early
childhood special education, early childhood
education, speech-language pathology, occu-
pational therapy, and physical therapy, work
in early intervention. Furthermore, these pro-
fessionals might come from early intervention
programs, health departments, home health
agencies, rehabilitation departments in hos-
pitals, and so on. The second characteristic
should mean that professionals treat families
in family-friendly ways, which, by and large,
they do, and also attend to family-level
(e.g., adult) needs, which, by and large, they
don’t (Turnbull etal., 2007).

Early intervention has been around
for about 35 years but was only codified by

Note: This article was developed from an invited presentation
made at the International Division for Early Childhood Con-
ference, Minneapolis, MN, October 2008.

law in 1986, with the passage of Public Law
99-457; Education of the Handicapped Act
Amendments 0f 1986). Since then, early inter-
vention professionals have seen changes
that have not advanced the field nor served
children and families well. A fee-for-ser-
vice method of paying for early intervention
hasled to purveyors of services scram-
bling madly for this new business. Because
many of these service providers came from
the medical model (actually, better tagged
the “rehab” model), they established ser-
vices in clinics instead of homes, they worked
directly with children instead of their care-
givers, and they were equally concerned
with how to pay for services as with how
well the child and family did. These kinds of
changes have led to early intervention look-
ing like John McKnight’s (1996) “careless
society,” in which the roles of families and
other natural caregivers are usurped by pro-
fessionals. This change was forewarned as
early as 1985 (one year before the law was

even passed) by Carl Dunst (1985), a pio-
neer in family-centered approaches to early
intervention. Recently, we have heard calls

to return to the conceptual roots of early
intervention. The National Early Childhood
Technical Assistance Center at the Frank
Porter Graham Child Development Institute,
which is at the University of North Carolina
at Chapel Hill, convened a work group includ-
ing nationally recognized early intervention
experts (Workgroup on Principles and
Practices in Natural Environments, 2007).
This group asserted that the mission of early
intervention was as follows: “Part C early

Abstract

Early intervention for infants and
toddlers with disabilities and

their families has strayed from its
conceptual roots and the intent of

the original legislation. The author
describes the top 10 mistakes
commonly made in early intervention,
including what happens at intake,
assessment, plan development, and
delivery of services. He proposes five
practices as a natural-environments
approach to fixing these mistakes. The
essence of this alternative approach
is to recognize natural caregivers,
such as parents and child care
providers, as intervention agents and
to ensure children are getting valid
interventions.
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Part C services are family-centered.

intervention builds upon and provides sup-
ports and resources to assist family members
and caregivers to enhance children’s learning
and development through everyday learning
opportunities” (p. 2). The seven principles
they also agreed upon elaborate on the key
pieces of this mission: supports are more than
services, and assistance goes to adults, who
help children in everyday routines—not in
set-aside, specialized times and places. Those
routines can be in homes, child care, or early-
childhood classrooms.

Changes in the field and the recent appeal
to go back to the original intent of early inter-
vention provide the backdrop to the top 10
mistakes being made in early intervention.

The Top 10

HE MISTAKES LISTED here are my
I personal irritations, gleaned from
spending hours with practitioners and
directors across the U.S.

1. DOING ALL THE TALKING AT INTAKE
VISITS

Intake visits are the first visits by early
intervention personnel to a family. The pro-
fessionals have much to do at these visits:
describe the program, get financial infor-
mation, find out about medical concerns,
determine whether the child has an estab-
lished condition, determine whether the
child will need to be tested for eligibility, ask
the family for consent to evaluate, and so on.
These questions are all quite bureaucratic,
meaning that they are largely for the benefit
of the agency—to get paperwork completed
so the family can participate in the program.
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2. ASKING FAMILIES ABOUT DAILY
ROUTINES AT EVERY MEETING LEADING
UP TO PLAN DEVELOPMENT

Early interventionists have known fora
long time that capturing information about
what a child does in a typical day might give
some insight to functional needs for interven-
tion, so they have asked about daily routines,
at one level or another, at intake, at the evalua-
tion, and sometimes even at the individualized
family service plan (IFSP) meeting.

Families hate having to repeat informa-
tion. Apart from being tiresome, it makes
them feel that professionals, at best, aren’t
communicating or, at worst, aren’t listening.

3. BASING GOALS ONLY ON WHAT
PARENTS SAY THEY WANT

In their desire to be family-centered, pro-
fessionals often ask parents what their main
concerns are so these concerns can be turned
into outcomes (i.e., goals) on the IFSP. This
well-meaning question is usually asked after a
child has been tested and found to be eligible
on the basis of delay or after the program has
documentation that the child has an estab-
lished condition.

When parents answer this question, they
have little basis for giving a well-thought-
out answetr, so they either try to deflect the
question back to the professionals (e.g., “What
doyou think I should be concerned about?”) or
they mention the most obvious areas of infant
or toddler development: talking and walking—
or the steps leading up to talking and walking.
That’s why IFSPs on average have fewer than
three outcomes, therefore missing many other
functional needs the child might have and, just
as important, the needs of the parents related
to the child’s development and learning.
Many IFSPs are still shockingly child-oriented
instead of family-oriented (Jung & McWilliam,
2005).

4. IGNORING THE PARTICIPATION
PURPOSE OF CHILD-LEVEL GOALS AND
SKIMPING ON MEASURABILITY OF GOALS
Why do early interventionists address def-
icits in child functioning? They sometimes
lose sight of the purpose of intervention. The
child’s acquisition of a skill isn’t an end in
itself; it’s a means to participation in home,
“school,” and community. To ensure early
interventionists really improve functioning,
therefore, it’s imperative that they keep the
purpose of the behavior at the forefront of the
intervention. Otherwise, they might teach the
child the skill without applying it to a func-
tional context, rendering it a pretty useless
skill. The second part of this mistake refers
to the fact that many IFSP outcomes are not
clearly measurable: It’s hard to tell how one
judges progress or whether the outcome
(think goal) has been attained.

5. MATCHING SERVICES TO DEFICITS

In many communities, services are
decided on the basis of the child’s diagnosis
or what he cannot do. Because this decision is
not based on the support that people already
working with the child actually need, it leads
toapile-on of services that (a) overwhelms
natural caregivers, (b) often produces a frag-
mented intervention plan, and (c) is very
costly, thus reducing the opportunity to meet
unmet needs such as families who need more
visits, children who need child care subsi-
dized, and so on.

6. WORKING DIRECTLY WITH THE CHILD
ON HOME VISITS

The most common setting for early inter-
vention services is the home, and most home
visitors have adopted a clinic-based approach
and dumped it on the living room floor.

That is, they spend most of their time work-
ing directly with the child (Peterson, Luze,
Eshbaugh, Jeon, & Kantz, 2007).

This approach means the child essentially
receives intervention only when the home
visitor is there, whereas, if the home visitor
were to work with the parents, the child could
receive intervention when the home visitor
isn’t there, which of course is much more of
the time. Therefore, direct, hands-on work
with the child during a home visit is actually
underserving a child and family.

7. MODELING OR DEMONSTRATING
BLINDLY

Early interventionists sometimes delude
themselves into believing they’re working
with children to demonstrate techniques for
families in the home or teachers in the class-
room. If they simply interact with the child,
without letting the caregiver know they’re
modeling a technique, however, it is unlikely
the caregiver will pay attention to the early
interventionist’s purported demonstration.
That means it’s unlikely they will imitate the
demonstration later, when the early interven-
tionistisn’t there.

This can be considered the model and pray
approach: You model and pray that the care-
giver will imitate. It is a mistake because it
wastes the opportunity to demonstrate effec-
tively and, simultaneously, might lead the
caregiver to the erroneous conclusion that
the hands-on work was real intervention.

8. USING THE SAME HOME VISITING
APPROACH FOR ALL FAMILIES

Home visitors who go into home after
home with toy bags, working with children,
are missing the opportunity to meet actual
needs in the family. If they have good, func-
tional IFSPs, they have meaningful topics
to discuss with families. A support-based,
responsive approach to home visiting means



that addressing those topics will result in very
different kinds of home visits (McWilliam &
Scott, 2001).

9. FOCUSING EXCLUSIVELY ON THE
CHILD’S WELL-BEING AND QUALITY OF
LIFE

Family systems theory makes it clear that
the well-being of one member of the fam-
ily affects the well-being of other members
of the family (Bronfenbrenner, 1986). To be
effective in early intervention, therefore,
early interventionists need to attend to the
emotional, material, and informational sup-
port needs of the parents (Guralnick, 2007).

10. WORKING ONLY WITH CHILDREN IN
CLASSROOMS

For a similar reason that working directly
with children on home visits is a mistake,
when early interventionists visit children in
group care, they sometimes take the child
to the side of the classroom and work with
the child on predetermined skills. This work
isnotrelated to the ongoing classroom
routines, so the teachers paylittle attention—
which they might as well do, considering
the early intervention isn’t doing anything
relevant to ongoing classroom life, in this sce-
nario. Some early interventionists even take
the child out of the classroom and provide
therapy or instruction totally out of sight of
the teachers.

These one-on-one in classroom
(McWilliam, 1996) or pull-out models pre-
vent teachers from learning techniques they
could use during all those hours when the
earlyinterventionist isn’t in the classroom.

Solutions

HESE 10 MISTAKES can be fixed by
I adopting five practices that consti-

tute a natural-environments approach
to early intervention (McWilliam & Er, 2003;
Workgroup on Principles and Practices in Nat-
ural Environments, 2007). The five practices,
described below, consist of constructing an
ecomap, conducting Routines-Based Inter-
views (RBI), identifying a primary service
provider, offering support-based home visits,
and consulting collaborativelyin the classroom.

Ecomap

The first solution is to conduct an eco-
map with the family at the intake visit. This
will offset Mistake 1, talking too much, and
Mistake 2, asking families repeatedly to talk
about daily routines.

An ecomap is a drawing of the nuclear
family and their extended family, friends,
neighbors, professionals, agencies, recre-
ation opportunities, employers, and religious
groups. These are informal, formal, and
intermediate supports (Ray & Street, 2005).

More important, perhaps, than the product
is the process—the conversation between
the intake coordinator and the parent, as the
coordinator draws the map. As each member
of the network is mentioned, the professional
asks questions to determine the level of sup-
port (e.g., “How often do you talk to them?”
“How well do you get along with her?” “Do
you like him?”). Although when written down
here, these questions might seem intrusive,
families understand the general idea of con-
structing the ecomap. Their answers to the
support level questions determine the thick-
ness of the lines the professional uses to
connect the network member to the nuclear
family. The whole process takes only 10-15
minutes.

Ecomaps give the family the opportu-
nity to talk about themselves, even if it’s for
justashort while. It counterbalances all the
information the intake professional has to
give—all that talking. Constructing an eco-
map provides important information about
the family, without getting into their routines.
The intake coordinator is not asking about
routines, knowing that, at a subsequent con-
tact, the family will be asked about routines
in a detailed way. Developing ecomaps there-
fore helps with Mistakes 1and 2. For more
information about conducting an ecomap, see
McWilliam (2010b) and Ray and Street (2005).

Routines-Based Interview

The solution to Mistake 3, basing goals
only on what parents say they want, is to con-
duct an RBI with the family (McWilliam,
Casey, & Sims, 2009). The interview typically
is done between the determination of eligi-
bility and the completion of the IFSP. The
purposes of the RBI are to develop a posi-
tive relationship with the family, to obtain a
rich and thick description of child and family
functioning, and to obtain a list of family-cho-
sen functional outcomes (goals) for the child
and family.

The interviewer asks the family about
their main concerns and then asks questions
to gather in-depth information about what
the family and child do during each time of
the day (i.e., activity, event, routine). The
questions are about what the whole family
does; about the child’s engagement, indepen-
dence, and social relationships; and about
the family’s satisfaction with the routine. The
interview ends with the interviewer remind-
ing the family about the concerns or desires
they mentioned in the discussion of each rou-
tine. The family then lists what they want to
work on with the team—the outcomes—and
they put them in priority order.

When parents are first asked what they
want, they have little structure for answering.
After going through an RBI, they have thought
carefully through the functional needs of the

In many communities, services are
decided upon on the basis of the child’s
diagnosis or what she cannot do.

day and are well equipped to list 6-10 out-
comes to go on the IFSP.

FUNCTIONAL OUTCOMES

These outcomes are therefore highly func-
tional for the child and family and must now
be written in such a manner that progress and
accomplishment can be measured (McWilliam
etal.,1998). They address Mistake 4, which is
ignoring the participation purpose of child-
level outcomes or goals and skimping on the
measurability of outcomes or goals.

The solution is found in seven steps of
functional outcome writing:

1. Read the shorthand version of the out-
come from a family-centered, functional
needs assessment (e.g., RBI).

2. Find out what routines this affects.

3. Write “Child will participate in [the
routine(s) in question]”.

4. Write “by
cific behaviors.

ing,” addressing the spe-

5.Add a criterion for demonstrating the
child has acquired the skill.

6. Add another criterion for generalization,
maintenance, or fluency, if appropriate.

7.Add the amount of time given for accom-
plishing the goal.

An example of an outcome addressing play
with toys during hanging-out times is “Tyrell
will participate in hanging-out times at home
by playing with toys. We will know he can do
this when he plays with a toy for 5 minutes,
independently, 3 times in 1 week.”
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|
Learn More

My EARLY INTERVENTION IN NATURAL
ENVIRONMENTS BLOG
http:/[naturalenvironments.blogspot.com

My Early Intervention in Natural
Environments blog covers a variety of topics
on this issue. Recent posts have been about
toddler groups, how to address autism from a
natural-environments perspective, and the RBI
with families of recent neonatal intensive care
unit graduates.

SISKIN CENTER FOR CHILD AND FAMILY
RESEARCH

www.siskinresearch.org

The Siskin Center for Child and Family
Research conducts applied research on
children’s development and functioning to
discover effective and innovative methods of
intervention with children and families. This
Web site has many resources related to the
routines-based model.

NATIONAL EARLY CHILDHOOD TECHNICAL
AsSISTANCE CENTER
www.nectac.org/topics/natenv/natenv.asp

The Natural Environments page of the
National Early Childhood Technical Assistance
Center includes Key Principles and Practices for
Providing Early Intervention Services in Natural
Environments. The Technical Assistance
Community on Part C Settings is found at
Www.tacommunities.org/community/view/
id/1029

MiSSOURI’S DEPARTMENT OF ELEMENTARY
AND SECONDARY EDUCATION
www.dese.mo.gov/divspeced|FirstSteps/
EITEAMpage.htm

The Early Intervention Teams page of
Missouri’s Department of Elementary and
Secondary Education shows the history

of Missouri’s movement to teams, their
definition of teams, various question and
answer documents, and brochures.

ORELENA HAWKS PUCKETT INSTITUTE
www.puckett.org

The Web site of the Orelena Hawks Puckett
Institute contains many resources related to
enhancing healthy child, parent, and family
functioning. This is the institute Carl Dunst
founded with his long-time collaborator, Carol
Trivette.
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Working with adult family members
builds intervention skills throughout
the week.

Writing participation-based goals
addresses directly the problem of goals that
might address a skill but that don’t improve
achild’s engagement (McWilliam & Casey,
2008) in a meaningful, normal routine. As
shown above, the various criteria make the
child-level outcomes highly measurable.
With family-level outcomes, one criterion is
usually enough. For more information about
the RBI, see McWilliam (20104, 2010b) and
McWilliam et al. (2009).

Primary Service Provider

Mistake 5is matching services to deficits,
leading to a pile-on of services, which is
especially likely in states using a vendor
approach to services. The solutions to this
mistake are found in how service decisions
are made, how services are provided, and the
roles service providers are prepared to play.

INCREMENTAL DECISION MAKING

This method of making decisions about
services adds services only as necessary,
rather than assigning a service to every
need. The premise is that well-trained early
interventionists can meet a variety of needs,
not just anarrow set of needs aligned with
their original training. The incremental
decision-making procedure begins with the
assumption that one professional is assigned
to the child and family as the primary
provider. The team then adds only services
needed to address outcomes the primary
provider and the family need additional
help with. For example, if a child is delayed
in talking, but the primary provider and

the parent know how to teach him to talk,
there is no need to add an ongoing service.
When a service is added, the team plans a
level of intensity needed to ensure that the
regular caregivers and the primary provider
have the information necessary. These
additional services are for information—it’sa
consultative approach—not working directly
with the child. Even in a clinic, whichisnota
natural environment, the clinician needs to
use the child as the vehicle for teaching the
family how to intervene with the child. The
child is getting intervention from regular
caregivers, such as parents and teachers
(McWilliam, 2003). Incremental decision
making prevents the pile-on of services by
adding only services that are necessary.

ONE MAIN PROVIDER

Integrated services focus the support
provided to families, rather than diffuse them
across multiple professionals. Teamwork is
ensured by having one professional through
whom team members work, like a funnel.
This person can be a regular home visitor, a
classroom teacher, or a classroom consultant.
When a funnel approach is not used, services
arein silos (everyone doing his or her own
thing, irrespective of others) or scattershot
(disparate, unconnected people working
with the same family). The primary-service-
provider model is defined as one professional
providing weekly support to the family,
backed up by a team of other professionals
who provide services to the child and family
through joint home visits with the primary
service provider. The intensity of joint home
visits depends on child, family, and primary-
service-provider needs.

The use of a primary service provider
prevents the pile on of services by having
one professional as the ongoing support who
views the whole child and family, seeking
help as needed. For more information about
the use of a primary service provider, see
Hanft, Rush, and Shelden (2004), McWilliam
(2003), and Woodruff and Shelton (2006).

Support-Based Home Visits

Four mistakes are addressed through
support-based home visits:

1. Working directly with the child,
2. Modeling or demonstrating blindly,

3. Using the same home visiting approach for
all families, and

4. Focusing exclusively on the child’s well-
being and quality of life.

Support-based home visits consist
of providing emotional, material, and
informational support (McWilliam & Scott,
2001). Suggestions are based on child and



family functioning in routines and require a
good set of functional outcomes. The home
visitor goes down the list of 6-10 outcomes,
in the family’s priority order, although in any
one visit perhaps only a few outcomes are
addressed. To address each outcome, the
home visitor gets the family’s perception of
how things have been going, determines what
the family would like the child or family to
be able to do during specific routines, listens
for a discrepancy between the demands of
the routine and the abilities or interest of the
child, assesses what the family has already
tried, gives information about potential
interventions, assesses the family’s interest
inlearning the specifics of the interventions,
and, if the family is interested, teaches the
intervention to the family. The Vanderbilt
Home Visit Script (McWilliam, 2010b) can
be useful in reminding home visitors to take
aroutines- and support-based approach. The
script consists of the following questions:

1. How have things been going?

2. Do you have anything new you want to ask
me about?

3. Review of outcomes in priority order.

4.Isthere a time of day that’s not going well
foryou?

5. How is [family member] doing?

6. Have you had any appointments in the past
week? Any coming up?

7. Do you have enough or too much to do with
[your child]?

By adopting the consultative approach
inherent in these home visits, the home
visitor works directly with the adult family
members, rather than the child, so the family
has the intervention skills to use throughout
the week. Furthermore, talking to the
parents makes sure that adult-level needs
are also addressed. These home visitors use
modeling as a technique only in the context
of providing information to families and they
customize each visit to the family’s individual
needs and preferences; this happens by
getting the family’s perceptions, determining
what the family would like the child or
family to be able to do, listening, assessing
what the family has already tried, and so on.
Finally, focusing on the results of the RBI
and conducting home visits in such a family-
centered manner allows the home visitor to
focus on the family’s quality of life. The logic
model for support-based home visits is shown
inFigure1.

Collaborative Consultation to Child
Care

The tenth mistake, working only with
children in classrooms, refers to classroom

Maximal quality
of intervention

for the child
A
Emotional,
material, and
informational
support
Y

Maximal amount
of intervention
for the child

Figure 1. Logic Model for Support-Based Home Visits

Family quality

Improved child > ¢
of life

development

consultants, including therapists, early
interventionists, and itinerant teachers,
who interact with children directly, hands-
on. The solution to this mistake is touse a
method that provides more intervention

to the child—integrated services, focusing
on services that are individualized within
routines and group activities, two evidence-
based approaches to consultation (Horne &
Mathews, 2004).

Integrated specialized services are when
therapy and special instruction occur in the
classroom with other children usually pres-
ent and in the context of ongoing routines
and activities, when the teaching staff can
learn from the consultant. The purpose is
to ensure the teaching team has the knowl-
edge and skills to be able to maximize the
child’s meaningful participation in everyday
routines (Noell et al., 2005). Providing inter-
vention that is individualized within routines
is a technique in which the consultant joins
the child in whatever the child is engaged
in thatis part of the regular classroom rou-
tines and weaves his interventions into that
interaction. Group activity occurs when the
consultant conducts an activity for the whole
class oragroup, for the benefit of an indi-
vidual child. In both of these techniques, the
teaching staff is present, watching, and help-
ing, so they can learn the interventions to
apply later on (McWilliam, 1996). The use of
acollaborative, integrated approach to seeing
children in child care involves working with
adults in classrooms, often by demonstrating
with children. For more information about
collaborative consultation, see McWilliam
(1996, 2010b) and Rush, Shelden, and Hanft

(2003).

Discussion

HESE MISTAKES AND solutions are

consistent with the mission and

guiding principles set out by the
Workgroup on Principles and Practices in

Natural Environments (2007). I must self-
disclose that I was part of that Workgroup.

As stated previously, this collection of
supposed experts in early intervention in
natural environments arrived at the following
mission statement: “Part C early intervention
builds upon and provides supports and
resources to assist family members and
caregivers to enhance children’s learning

and development through everydaylearning
opportunities” (p. 2). Deconstruction of

this statement makes some points apparent.
First, early intervention should add to and
strengthen the informal supports families

of young children already have. It should

not set up interventions in isolation of the
resources families already have. Second, early
intervention should ensure children and their
families have access to information and actual
materials that will foster child and family
development. Information and materials can
come through formal services (e.g., special
instruction, physical therapy, occupational
therapy, speech-language pathology), but
early intervention should not be limited to
services (Dunst, Trivette, & Deal, 1994). Third,
early intervention was designed to assist

the adults in a child’s life, not the child. This
distinction is a hard pill to swallow for many
well-meaning early interventionists, who have
devoted their careers to children or those who
are afraid that this diminishes the amount of
attention children will receive. As this article
should have made clear, however, the pointis
that children will actually receive more help
and more relevant help if interventionists
support the adults. Fourth, interventionists
are focused on the ultimate improvement of
children’s functioning. Adult competence
and confidence are the proximal outcomes of
the work (i.e., what interventionists directly
affect) and child learning and development are
the distal outcomes of the work (i.e., what
interventionists affect as a function of

adult competence and confidence). Fifth,
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interventions should occur in naturally
occurring places, in naturally occurring
routines, and from the child’s natural
caregivers (e.g., parents, teachers). Urie
Bronfenbrenner (1977) wrote, “much of
contemporary developmental psychology is
the science of the strange behavior of children
in strange situations with strange adults for
the briefest possible periods of time” (p. 257).
Although he was writing about research,

the same could be said for they way many
early intervention services are provided.
Children do become used to their weekly early
interventionists, so those people are no longer

strange adults, but the Part C point is that such
services are both too little (in terms of amount
of intervention for the child) and too much (in
terms of frequency and intensity of so many
services, requiring family time). Better to
follow the mission of early intervention and
boost up everyday learning opportunities. §

RoBIN McWILLIAM, PhD, is the director of the
Siskin Center for Child and Family Research;

the Siskin Endowed Chair of Research in Early
Childhood Education, Development, and
Intervention; and a professor at the University of

Tennessee at Chattanooga. Dv. McWilliam is one
of the nation’s leading researchers in early inter-
vention/early childhood special education (EI/
ECSE). He s the foremost investigator of engage-
ment in children with disabilities and is the
author, with Amy Casey, of the premier book on
child engagement, Engagement of Every Child
in the Preschool Classroom. Dr. McWilliam is
the past president of the Council for Exceptional
Children (CEC) Division for Research and is on
the steering committee for CEC’s efforts to define
and identify evidence-based practices in special
education.
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A Community-Based
Response to Part C

A Community Embraces Its Most Vulnerable Children

JOAN MALTESE
JOANNIE AGUAYO
JOSE CHAVEZ

Child Development Institute
Canoga Park, California

he Child Development Institute (CDI), located in
North Los Angeles County’s San Fernando Valley, has
been providing comprehensive, family-centered early
intervention services to local young children and their
families for more than 16 years. Our range of early
intervention services—funded through Part C of the
Individuals With Disabilities Education Improvement
Act of 2004 (IDEA, 2004)—include developmental assessment,
parent support, relationship-based behavioral therapy, physical
and occupational therapies, speech-language therapy, and service
coordination for children up to 3 years old who have developmental

delays. In addition, CDI serves as a training institute for transdisciplinary

intervention, providing training opportunities for current professionals,
as well as professional development and research opportunities for pre-
and postgraduate students in child development fields.

Early intervention services are essential to
help ensure young children with developmen-
tal delays or challenges reach their optimal
developmental potential and are prepared
for success in school and in life. Such services
help children acquire the social-emotional,
cognitive, language, and motor skills they
need for alifetime and are critical for reduc-
ing or preventing more severe developmental
challenges. Studies have concluded that
when developmental delays; disabilities; and
behavioral, socio-emotional, and learning
problems in young children are identified and
addressed prior to kindergarten, such chal-
lenges can be addressed more effectively and
ata potential savings to society of between
$30,000 and $100,000 per child as children
avoid placement in expensive special edu-
cation programs altogether (Pinto-Martin,

Dunkle, Earls, Fliedner, & Landes, 2005).
When children receive prompt intervention
to treat developmental delays or challenges,
they are better prepared for school, result-
ingin enhanced academic success; reduced
high-school dropout; enhanced prospects for
employment, health, and financial stability;
and enhanced life outcomes (Karoly, Kilburn,
& Cannon, 2005).

Despite extensive research showing the
significant benefits that early intervention
provides children with developmental delays
or challenges, most children who need such
services do not receive them. Approximately
13% of children in the United States are eli-
gible for early intervention through Part C
of IDEA, yet less than 10% of those children
are receiving services (Rosenberg, Zhang, &
Robinson, 2008).

Vulnerable Children in Canoga
Park

DI’s SaN FERNANDO Valley service
area covers more than 50 square
miles of northern Los Angeles

County. Local residents come from a wide
range of socioeconomic backgrounds and life

Abstract

The Child Development Institute,

a nonprofit early intervention

program in California, conducted a
needs assesment which revealed a
community that was receiving little
support for infants and toddlers. There
was virtually no enrollment in Part C
early intervention services despite
ranking high on environmental risk
factors. This article describes how a
project engaged parents in common
community settings such as shopping
areas, local events, and a farmers’
market to screen infants and toddlers
for disabilities. Families became
familiar with the ongoing screening
activities and took advantage of the
opportunity to talk about their child’s
development while their children
played. Child care providers were
recruited to administer regular
developmental screening to childrenin
their care and to continue the dialogue
with parents regarding their children’s
development.
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Some parents were hesitant to have their child screened because they believed that
screening was only for children who had “problems.”

circumstances. Although the median house-
hold income is higher than other areas in Los
Angeles County, the area also includes some
of the most impoverished areas in the county.
And while the San Fernando Valley is known
for its low-density sprawl, it is also home to
some of the most dense census tracts in the
county.

In an effort to better understand how we
could best meet the needs of local infants and
young children, CDI conducted a focused
needs analysis of our service area. This
analysis revealed a pattern of significant
gaps in services for different neighborhoods
throughout the San Fernando Valley. For
example, while nearly 75% of the families
referred to CDI by our local regional center
(see box California’s Regional Centers) lived
within 15 miles of our site, less than 1% of
our referrals came from one of the closest

CALIFORNIA’S REGIONAL

CENTERS

The California Regional Center system is
the nonprofit corporation that contracts
with California Department of Develop-
mental Services to coordinate early
intervention services for children from
birth to 3 years old under IDEA Part C and
services to individuals from 3 years old to
death who have serious developmental
challenges such as autism, cerebral palsy,
epilepsy, and mental retardation. There are
7 regional centers in Los Angeles County
and 21 centers statewide.
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neighborhoods, Canoga Park—just 1 mile
away. We discovered that certain enclaves
within nearby neighborhoods were accessing
virtually no early intervention services. By
contrast, other nearby neighborhoods—
especially those with greater affluence

and family educational attainment—were
overrepresented in our referrals.

We also learned that low-income Latino
children in Canoga Park face significant envi-
ronmental factors that increase their risk
for developmental delays and future aca-
demic failure. The combined risks of poverty,
developmental delays, and low educational
attainment increases a child’s risk of end-
ing up on the “cradle-to-prison pipeline”
(Children’s Defense Fund, 2007, p. 3). Ofall
children less than 5 years old living within
the geographical boundaries of Canoga Park,
31% live in poverty (Los Angeles County
Children’s Planning Council, 2006) and 60%
are Latino. Of adults more than 25 years old,
57% have only a high-school diploma or less
(U.S. Census Bureau, 2000). In addition, we
found that there is a dearth of high-quality
early care and education programs for young,
low-income children in Canoga Park.

In 2008 we conducted a small devel-
opmental screening event at a health fair
in Canoga Park. More than 85% of chil-
dren screened at this event had two or more
predictive indicators for developmental
delays or disorders out of a total of 10 pos-
sible concerns as indicated by the Parent’s
Evaluation of Developmental Status (PEDS;
Glascoe,1999). The PEDS is a valid and reli-
able 10-question instrument which asks
parents questions related to their child’s

development (for the list of questions see
www.pedstest.com) These data indicated
that these children were at risk and in need of
referral for additional assessment by a child
development professional, confirming the
critical need for early developmental screen-
ingin Canoga Park.

CDI then set out to understand the best
way to engage local families. We participated
inlocal events, health fairs, and community
planning groups, as well as with the local
neighborhood council and Chamber of
Commerce. We also developed relationships
with existing local entities including faith-
based groups, health clinics, WIC, Head Start,
women’s groups, the police department,
and the Community Redevelopment Agency
of the City of Los Angeles. These groups
are our community partners in identifying
opportunities to develop long-term,
community-based support to local families
with young children.

Over the course of our grassroots
relationship-building activities in Canoga
Park, we discovered a tight-knit community
that welcomed our involvement and inquiry
about their children. Scores of conversations
with local residents suggested that many
families did not know early intervention
services existed. Many parents told us that
theyrelied on family members for support
and did not see the need for outside or
professional support for their young children.
When asked if they would be interested in
early intervention services many said that
they did not want to use government help
unless absolutely necessary and that going
to CDI’s clinic—even though it was just 1
mile away—was not appealing because it was
out of their neighborhood and too formal.
However, families were open to sharing
concerns about their school-aged children
who were struggling academically, and they
expressed frustration that they did not know
the best way to help their children.

Families need and want information
about early development and the importance
of early intervention. This support would
be most effective if the information came
from people they already knew and trusted.
We decided to create a program to engage
parents in conversation about their children’s
development and to increase families’
awareness of available resources including
prevention and early intervention services.
We developed a logic model to illustrate our
desired outcomes for the program and the
activities needed to achieve these outcomes
(see Figure 1). Our Outreach and Screening
Project was born. CDI received generous
grants from the Annenberg Foundation,
the CVS Caremark Charitable Trust, and
the Harold R. and Winifred R. Swanton
Foundation to fund the project.



Figure 1. CDI Logic Model Outreach and Screening Project

Outputs/Activities Short-Term Outcomes Intermediate Outcomes m

CDI engages in
community outreach
to increase awareness
about developmental
screening

Increase parent awareness
and understanding of their
child’'s development
through community-based
developmental “check-ups”

Every child has

opportunity to be screened
prior entry to kindergarten

Every child enters
kindergarten ready to

learn

CDI provides

training and technical

support to early care
and education

> providers and health

and human services

agencies

Increase capacity of early
care and education
providers and health and
human service agencies to
screen, identify, and refer
children with developmental
delay or disability

services

Every child has access to
needed early intervention

Every child reaches
fullest developmental
potential

The Outreach and Screening
Project

HE PURPOSE OF the Outreach and

Screening Project is to ensure that

every child in the community served
has the opportunity to enter kindergarten
ready to learn and to achieve her fullest
developmental potential. Over the long term,
we seek to build systemic and programmatic
cross-agency and parent partnerships to
increase community capacity to sustain
screening activities throughout the
community.

To achieve this goal, we knew we needed
to ensure that all local children had the
opportunity to receive both a developmental
screening and any needed early intervention
services. As a starting point, CDI proposed
the bold goal of screening 1,000 young chil-
dren from the Canoga Park community over
aperiod of 12 months by conducting the fol-
lowing activities:

1. Hold community-based “developmental
checkups” (screening events) in locations
frequented bylocal families to engage
parents in discussions regarding their chil-
dren’s development and to screen local
children for developmental delays or
challenges

2. Train local early child care and educa-
tion (ECE) and human service agencies to
screen and identify children with develop-
mental disabilities.

Conununity-Based Screening Events

To increase community awareness of early
development in a natural and nonthreatening
manner, CDI held community-based screen-
ing events that engaged local families where
they live, learn, and play. Screening events
were held at high-traffic community locations
such as alocal shopping mall, the farmers’
market, a CVS pharmacy, and health fairs.

At each event CDI set up a screening
booth and bilingual team of CDI staff and vol-
unteers recruited directly from the Canoga
Park community and trained by CDI to
engage families and screen young children.
All screeners used the Parents Evaluation of
Developmental Status (PEDS; Glascoe, 1999),
As families came to our screening booths,
team members engaged parents in conversa-
tions regarding their children’s development
and offered information in both English and
Spanish regarding important developmen-
tal milestones and early warning signs of
developmental delays. Parents were invited
to complete the PEDS on their own or with a
trained screener. Child-friendly games and

activities were provided by trained volunteers
while parents met with one of the screen-

ers. Families were given as much time as they
wanted to discuss concerns with the screener.
Families were also offered a follow-up con-
sultation by phone, to discuss assessment
results and next steps, as well as assistance
with getting appropriate resources.

Our screening booths helped parents to
identify their child’s specific areas of concern
and gave parents the opportunity to learn
more about their child’s developmental age
and stage. Parents wanted to know whether
their child was developing typically or if there
were warning signs of future problems.

We also found that that some parents
were hesitant to have their child screened
because they believed that screening was
only for children who had “problems,” and
they did not believe their child had problems.
To diminish stigma related to devlopmen-
tal screenings, CDI informed families of
the American Academy of Pediatrics’ rec-
ommendations that all children receive
developmental and behavioral screenings at 9
months, 18 months, and 24-30 months using
astandardized screening tool (American
Academy of Pediatrics, 2006). Many parents
were surprised to learn this, as most of their
children had never received a developmental

March 2011 Zero to Three 19



PHOTO: MARILYN NOLT

screening. Parents were able to revise their
perspective to see that screening is some-
thing that all children should receive, not just
children suspected of having special needs.

Results of Screening Events

CDI directly screened 215 children ranging
from 5 months to 9 years old. We consulted
with hundreds of families through nine sepa-
rate events in the Canoga Park community.

Of the 215 children screened, 99 (46%)
were reported to have one or more indica-
tors for a developmental delay or challenge.
Parents of these children received informa-
tion about resources for full assessment and
intervention services.

While the remaining families reported no
significant concerns, many of these parents
had questions about their child’s develop-
ment that they had not been able to discuss
with a health care provider. Family concerns
were related to typical developmental ages
and stages, such as tantrums, toilet training,
not “listening” to parents, sleeping, eating,
getting along with other children, and when
and how to choose a good preschool program
for their child.

Many families requesting assistance had
already made attempts to contact theirlocal
school district to evaluate their child, but
reported that school personnel dismissed
these requests as being unnecessary
(e.g., their child was not eligible or was not
having learning challenges). This situation
was common for children older than 5 years
and whose parents were recent immigrants
to California, primarily monolingual, and

Spanish-speaking. This finding is consistent
with a study conducted by Lakes et al. (2009)
that investigated the underutlitization of
early intervention services by Latino fami-
lies. Their results demonstrated that children
whose families are low-income, Spanish-
speaking, and lack legal immigration status
are less likely to access and receive services
for their child.

Successes

One of our greatest successes was a
screening event at the local mall. We were
able to reach 79 families over one weekend.
We were pleased to find young parents, both
mothers and fathers, at ease and eager to
share. By creating a space that allowed chil-
dren to play safely under adult supervision,
parents were able to spend up to 45 minutes
deeply engaged in discussions about their
children. Many asked if we would be there
regularly.

On numerous occasions, grandparents
and educators have approached our screening
booth team to thank CDI for offering devel-
opmental screening and information in the
community. Many of them returned later
with their friends and family to have their
children screened.

CDImade a substantial impact by empow-
ering families with information about their
legal rights and early intervention services to
which their child is entitled. One family had
been trying to have their 2-year-old assessed
by the regional center for more than 2 months
but had been experiencing numerous road-
blocks. Our staff was able to intercede on

A critical key for success in recruiting child care centers is building relationships with
directors and teachers prior to, during, and after training.
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behalf of this child, resulting in the fam-

ily being able to arrange for an assessment
within 2 weeks of their conversation with one
of our screeners.

CDI continues to offer screening events
in the immediate community of Canoga
Park and the immediately surrounding com-
munities which also have high numbers
of low-income Latino families with young
children. We currently hold “developmen-
tal checkup days” twice a month at the local
farmers’ market in Canoga Park.

Challenges and Barriers

One of the greatest barriers was difficulty
reaching parents who requested follow-up
consultation by phone. Although we called
100% of the 54 families who requested a fol-
low-up contact from CDI to discuss screening
results and to receive further information
regarding resources and services avail-
able, 40% of these famlies were not reached
because the contact numbers they provided
were incorrect or disconnected. And several
attempts were necessary for those families
we did reach. Even after receiving informa-
tion and instruction regarding where and how
to access supports for their child, many fami-
lies found the procedures to be overwhelming
and frustrating, especially those families that
speak limited English or are recent immi-
grants to the U.S.

Recently, our local regional center has
developed an online process for families or
providers or both to make referrals for assess-
ment and intake. We plan to bring laptops
to our screening booths in the future so that
referrals can be made directly. CDI believes
that this process can significantly increase
the number of families who move from iden-
tification to referral, assessment, and services
as needed for their child, reducing the num-
ber of children who fall through the cracks.

Training Local Agencies

O FURTHER EXPAND the availability

of screening for Canoga Park chil-

dren, and to ensure that delays are
identified as early as possible, CDI brought
screening to additional locations where
children already go: local day care centers,
preschools, and family service agencies.
CDI recruited staff to receive training by
identifying all day care and preschool pro-
grams within Canoga Park. We reviewed
resource lists, drove through the commu-
nity, and followed-up on word-of-mouth
referrals from other providers. We then con-
tacted each organization through in-person
visits or through informational mailings.
CDI subsequently trained 12 child care cen-
ters or preschools and one family services
agency. Specifically, we provided 6 hours
(three 2-hour sessions) of training to 39



staff members. Each agency was provided an
introduction to the Strengthening Families
approach (see Learn More box) and training
in either of two high-quality, research based
developmental screening tools: the PEDS or
the Ages & Stages Questionnaires-3 (ASQ-3;
Squires & Bricker, 2009). After the initial
training, CDI provided follow-up support and
consultation to each organization to ensure
that their staff achieved an adequate level

of competency in using the screening tools
and that they had the capacity and capabil-
ity to help families navigate systems of care to
obtain needed intervention services.

Results of Local Agencies Trainings

CDImeasured the effectiveness of our
training sessions using a pre- and post-test
survey of participant’s perceptions of their
confidence and competencyin (a) adminis-
tering the selected screening tool and
(b) discussing atypical development and
results with parents.

As shown in Table 1, prior to training, 47%
of participants felt either “somewhat” or
“definitely” comfortable with speaking about
achild’s developmental concerns with a par-
ent. After receiving training, 85% felt that they
would be comfortable discussing a child’s
developmental challenges with a parent.

Prior to training, only a minority of partic-
ipants perceived themselves as being either
“somewhat” (20%) or “definitely” (7%) com-
fortable with administering a screening tool
(see Table 2). In contrast,one third of partic-
ipants reported feeling “somewhat” and one
half “definitely” comfortable with admin-
istering either the PEDS or the ASQ-3 after
training and follow-up.

Successes

We expect our partner agencies to screen
580 infants, toddlers, and preschoolers in the
year following their training. CDI is currently
in the process of conducting follow-up for
children as they are screened to ensure they
receive the resources and referrals they need.
Surveys completed by partner-agency staff
after the training indicated high levels of
satisfaction with their training experience
(see box Participant Evaluation of Training).
However, providers also reported that they
were unsure about whether screenings
could be done universally. We are in the
process of following up with each of our
partner agencies to understand what support
theyneed in order to implement universal
developmental screening to the children they
serve.

Challenges and Barriers

Recruitment of child care and preschool
centers to participate in our training ses-
sions proved to be more challenging than
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anticipated, even though trainings were

free of charge to participants. We had a
higher response rate from agencies that we
contacted in-person than from those we con-
tacted via mail. Some agency directors were
apprehensive about signing Memoranda

of Understanding that allowed CDI to fol-
low up on the extent to which they were
using the screening tools and the manner in
which they were using this information. We
have concluded that a critical key for success
inrecruiting child care and preschool cen-
ters is building relationships with directors
and teachers prior to, during, and after train-
ing. This is especially important for achieving
the desired goal of creating a culture of uni-
versal screening within early childhood
programs. We must remain sensitive to each
site’s individual needs in order to ensure their
participation.

Another challenge we encountered in
recruiting community agencies to partici-
pate in our training was the lack of substitute
teachers or funding to compensate staff for

PARTICIPANT EVALUATION

OF TRAINING

Surveys completed by partner-agency
staff after the training indicated high
levels of satisfaction with their training
experience. Respondents reported that
the information:

“...would help tremendously in evaluating
where a child lands in their age group
and how to best assist the child.”

“...was very informative and beneficial for
staff and clients...this information should
be in hospitals and schools as standard
resources.”

“...helped to reinforce some of the things
we already do and gave us some tips and
ideas for things we can start looking for
and addressing with parents.”

March 2011 Zero to Three 21




PHOTO: DAVID MALTESE

Providing developmental screenings in community locations is a way to engage parents
in conversations about their children’s development.

|
Learn More

FIRST SIGNS
WWW.firstsigns.org

NATIONAL DISSEMINATION CENTER FOR
CHILDREN WITH DISABILITIES (NICHCY)
www.nichcy.org

NaTiONAL EARLY CHILDHOOD TECHNICAL
AssiSTANCE CENTER (NECTAC)
www.nectac.org

OFFICE OF SPECIAL EDUCATION AND
REHABILITATIVE SERVICES (OSERS)
wwwz.ed.gov/about|offices/list/osers/index.
htmlzsrc=oc

STRENGTHENING FAMILIES
www.strengtheningfamilies.net

Screening Tools:

PARENTS’ EVALUATION OF DEVELOPMENTAL
StaTtus (PEDS)

e PEDS: Developmental Milestones (PEDS:DM)
o PEDS Online

www.pedstest.com

THE AGES AND STAGES QUESTIONNAIRES

o Ages and Stages Questionnaire- 3rd Edition
(ASQ-3)

o Ages and Stages Questionnaire- Social
Emotional (ASQ-SE)

www.agesandstages.com

Community Capacity Building:
Kips CounT
www.aecf.org

SUSTAINABLE MEASURES
www.sustainablemeasures.com
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release time to attend the trainings. We were
able to address part of this challenge by offer-
ing training sessions on days and at times that
do not interfere with teacher and staff sched-
ules. In the future, we would like to offer
attendance scholarships for teachers who do
not receive compensation for release time or
to centers to offset costs that may be incurred
from hiring substitutes to replace staff who
attend training. This will emphasize the value
of having better trained staff.

Among the barriers to implementing
screenings at our partner agencies’ sites,
agency staff report that language or cul-
tural barriers between staff and families;
parental reluctance to have their children
screened; and lack of time, staffing, and space
to conduct screenings have hindered imple-
mentation. To address these issues, CDI has
already begun offering technical assistance
to agencies that received initial training. We
also plan to offer continued training oppor-
tunitites in the Strengthening Families
approach which will help agency staff build
trusting relationships with families of the
childen in their care.

Discussion

HE CDI OuTREACH and Screening

Project in Canoga Park was highly

successful in increasing community
awareness regarding early development and
how and where to get supports for children
with developmental delays or challenges.
Through our community-based screening
events we screened 215 children. Our part-
ner early child and education and human
service agencies will screen up to 580 chil-
dren (depending on the number of children
enrolled in participating programs) over the
nextyear.

CDI’swork has not been limited to screen-
ing children and making referrals for services.
We view providing developmental screenings
in the community locations as a way to engage
local parents in conversation about their
children’s development and to create relation-
ships with community members on the basis
of our shared interest in their children’s well-
being. Our goal was to empower families with
knowledge and resources and build the com-
munity’s capacity to promote healthy early
development—so that parents and the com-
munity are equipped to provide optimal care
and opportunitites for their children.

Prior to launching our Outreach and
Screening Project in Canoga Park, we spent
3 years becoming involved in community
activities and listening to the needs of local
families with young children. We learned
about strengths and vulnerabilities, the
goals of the business community, and the
local infrastructure of social and human ser-
vices. The process worked both ways: local
residents learned about CDI and about our
committment to children’s healthy develop-
ment. They got to know our staff and came
to expect our involvment in matters related
to young children. Their children looked for-
ward to participating in the activities and
games at our booths. This level of mutual
trust laid the groundwork for the effective-
ness of our Outreach and Screening Project.

Today, at the Canoga Park farmers’ market,
families continue to stop by our booth on a reg-
ular basis. Alocal mother who visits regularly
with her son, Diego, told a CDI staff member
that she comes as often as possible because
her son “looks forward to seeing Jose,” a CDI
screener, and because she feels she gets “extra
support” for herself. Many local families bring
their friends by to meet our team or to have
their children play, and some even bring home-
made treats to show their appreciation. Others
volunteer to help at our booths.

Local families and other community mem-
bers are also playing an important role in the
planning of a new early learning center at site
of the former Canoga Park library. The center
will provide a drop-in play center. Embedded
within play and learning spaces will be an
array of high-quality early childhood develop-
ment services and professional interventions.
The Community Redevelopment Agency of
the City of Los Angeles, the local neighbor-
hood council, and the Chamber of Commerce
supported a decision to dedicate the for-
mer library site to serve the needs of families
with young children. CDI’s partnerships with
Child Care Resource Center and Providence
Health Services will provide developmental
screening, family resources, early education,
and other services as needed.

The relationships we have developed with
local child and family service agencies in the



arearesulted in enhanced community capac-
ity to provide information and resources to
families with infants and young children.
These providers see hundreds of Canoga
Park children each year and interact with
local families daily. They are essential players
inreachinglocal families and ensuring that
all children in their care—now and into the
future—receive regular screening for devel-
opmental delays. Individual teachers who
receive our training will take this knowledge
with them to future positions at other agen-
cies, thereby expanding screening capacity
beyond Canoga Park.

CDI intends to continue to build on the
successes already achieved through our
Outreach and Screening Project. To date,
we have identified program components
and methods that work and others that have
not. We will make adjustments to ensure our
ability to reach our goal of establishing a sys-
tematic Outreach and Screening Program,

available to every Canoga Park child, provid-
ing for prompt identification and thus early
access to intervention for all children with
special needs. §
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Access, Participation,and

Supports

The Defining Features of High- Quality Inclusion

VIRGINIA BUYSSE

FPG Child Development Institute, University of North Carolina at Chapel Hill

My son has been enrolled in an inclusive child care setting for almost a year now. He is 3 years old
and has a rare chromosomal abnormality. To be honest, I hadn’t even heard of inclusion before I
Sfound out about this school. I figured he would attend some sort of special school. And that’s what
I thought would be best for him. Surrounded by well-trained staff who would work one on one with
him, I couldn’t think of a better way for my son to be educated. But then I learned about inclusion,
and well, it just clicked. Of course that would be better for my son, better for everyone in fact. OK,
I'm sold.

Lindauer, 2009

hese words were written by the mother of Luke, a young child
with disabilities. She is the author of a blog called Christine’s
Chronicles in which she shared her first-hand experiences with
inclusion, beginning with the realization that inclusion might
be abetter approach for promoting her son’s development
and learning than placing him in a specialized program. Later
in the same blog entry, Christine reflected on the meaning

of the words access, participation, and supports 1 year after enrolling Luke in

an inclusive program. She concluded that although the access and support

components were in place on day one, the participation component was not

as effective for Luke as she had hoped it would be. As evidence, she observed

that her son often played in a corner by himself or stared off during circle

time when the other children were engaged in fun, learning activities. What

is notable and perhaps even remarkable about these musings is that a mother

of ayoung child with disabilities was using concepts that convey the precise

meaning of her experience with different aspects of inclusion. Furthermore,

others who have a shared understanding of these terms can easily translate

Christine’s words into a plan to improve the quality of her son’s inclusive

program. They would immediately understand, for example, the need to help

Luke’s teachers identify new instructional and intervention practices that

would create more opportunities for Luke to engage in learning activities

and interact in a more meaningful way with the children and adults in his

environment. But where did the terms access, participation, and supports come

from? What do they mean exactly? And how can these ideas help others in the

field who are interested in promoting quality inclusive practices?
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This article describes current knowledge
about early childhood inclusion, summa-
rizing research and the DEC/NAEYC joint
position statement on inclusion (DEC/
NAEYC, 2009). The position statement was
designed to identify specific educational
practices that promote access, participation,
and supports—the defining features of high-
quality inclusive services for young children
with disabilities and their families (Buysse,
in press). This information can be used
to advocate for quality inclusive services,
to support program quality improvement
efforts, and to advance knowledge and
understanding on these issues.

Abstract

This article describes current
knowledge about early childhood
inclusion, summarizing research

and the DEC/NAEYC joint position
statement on inclusion. The article
also describes effective or promising
educational practices that promote
access, participation, and supports—
the defining features of high-quality
inclusion. Future efforts to improve
the quality of inclusion must begin

to connect these research-based
practices in early care and education
settings with systems-level supports
related to the broader program quality
movement.



Research on Early Childhood
Inclusion

ESEARCH ON EARLY childhood inclu-
R sioninthe U.S. stretches over a period

of more than 30 years. The National
Professional Development Center on Inclu-
sion (NPDCI; 2009) summarized what is
currently known about early childhood inclu-
sion, drawing on published articles, books,
critical reviews, and syntheses on this topic
(Buysse & Hollingsworth, 2009; Guralnick,
2001; Odom, 2002; Odom et al., 2004). The
summary offered succinct conclusions from
this body of literature, referred to as research
synthesis points, along with a list of refer-
ences to support each of the key conclusions.
Rather than being an exhaustive review of the
literature, the NPDCI summary provided the
most current and representative studies on
specific topics related to inclusion to support
the broad conclusions drawn from this body
of research (see NPDCI, 2009, for a complete
list of supporting references). The research
synthesis points are the following:

1. Inclusion takes many forms.
Inclusion can occur in a wide variety of
organizational and community contexts
(e.g., homes, child care, Head Start and
Early Head Start, recreational programs,
pre-kindergarten programs). Further,
there are many ways in which inclusive
services can be designed and implemented
(e.g.,itinerant services, blended programs,
co-teaching, home visiting, family
supports, community-based services).

2. Universal access to inclusive pro-
grams for children with disabilities is
far from a reality. According to the most
recent annual report to Congress in 2007,
approximately 48% of children from 3 to
5years old with disabilities spend at least
80% of their time in an inclusive setting
with typically developing peers, while
25% receive services in specialized or self-
contained settings (U.S. Department
of Education, 2010). The vast majority
of infants and toddlers (approximately
82%) receive early intervention services
through home visiting, while approx-
imately 3% of these children receive
services in other types of settings that also
serve typically developing peers.

3. Inclusion can benefit children with
and without disabilities. There is
strong research evidence that shows
that children with disabilities enrolled in
inclusive settings make at least as much
developmental progress as they do in non-
inclusive settings. Furthermore, there is
some evidence to suggest that children
with disabilities in inclusive programs
make greater progress in the area of

social development, communication, and
perhaps play.

4. Factors such as child characteris-
tics, policies, resources, and attitudes
influence the acceptance and imple-
mentation of inclusion. This body of
research suggests that beliefs and prac-
tices related to inclusion are based on
many factors (e.g., the nature and sever-
ity of a child’s disability, professional
attitudes toward inclusion, parental pref-
erences for various program types),
and that all of these factors can influ-
ence how well inclusion is accepted and
implemented.

5. Specialized instruction is an important
component of inclusion and a factor
affecting child outcomes. A variety of
research-based instructional strategies
such as curricular modifications, peer sup-
ports, and embedded interventions exist
to support child development and learning
in the context of inclusion.

6. Gollaboration among parents, teach-
ers, and specialists is a cornerstone of
high-quality inclusion. Collaboration
has been identified as an essential compo-
nent of high-quality inclusion by families
and professionals. Promising models for
effective communication and collabora-
tion described in the literature include
technical assistance, consultation, coach-
ing, mentoring, and teaming.

7. Families of young children with disabil-
ities generally view inclusion favorably,
although some express concerns about
the quality of early childhood programs
and services. Although most families have
expressed positive attitudes toward inclu-
sion and report that their children have
benefitted from inclusion, some have
identified specific concerns related to
inclusion (e.g., teachers may not be ade-
quately prepared to work with children
with disabilities, children with disabilities
may not receive individualized attention
and supports to promote learning and pos-
itive peer relationships).

8. The quality of early childhood pro-
grams that enroll children with
disabilities is as good as, or slightly bet-
ter than, the quality of programs that
do not enroll these children. Much of the
research supporting this conclusion was
based on general measures of program
quality. Few studies have evaluated the
quality of programs on the basis of inclu-
sive practices for individual children with
disabilities and their families.

9. Early childhood professionals may not

be adequately prepared to serve young
children with disabilities and their

T"“L-‘

The vast majority of infants and toddlers
receive early intervention services
through home visiting.

families in inclusive programs. The little
research evidence that exists in this area
suggests that few early childhood teacher
education programs require one or more
courses in working with children with
disabilities.

Defining High-Quality Inclusion
N 2009 THE Division for Early Childhood
I (DEC) of the Council for Exceptional
Children (CEC) and the National Asso-
ciation for the Education of Young Children
released ajoint position statement on early
childhood inclusion (DEC/NAEYC, 2009).
Facilitated by NPDCI, the process of devel-
oping and validating the joint position
statement included multiple opportuni-
ties for members of both organizations and
the field at large to provide input and feed-
back (Buysse, Hollingsworth, & Catlett,
2009). The joint position statement was a his-
toric event because prior to this the lack of a
shared definition of inclusion (see box The
Definition of Inclusion) had contributed to
misunderstandings and served as an obsta-
cle to reaching agreement on what types
of services and supports were necessary to
implement high-quality inclusion in ways
that were consistent and predictable across
different contexts.

Using the Joint Position Statement
on Inclusion to Shape Policies and
Practices

In addition to providing a definition
of inclusion, the DEC/NAEYC (2009)
joint position statement provided six
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Assistive technology devices should be
used to promote children’s successful
participation in everyday activities and
routines.

recommendations for how the statement can
be used by families and professionals alike

to shape educational policies and practices
that support high-quality inclusion. These
included:

1. Create high expectations for every child

to reach his full potential. The joint posi-
tion statement (DEC/NAEYC, 2009) was

THE DEFINITION OF

INCLUSION

The DEC/NAEYC (2009) joint position
statement defined inclusion in the
following way:

Early childhood inclusion embodies the
values, policies, and practices that support
the right of every infant and young child
and his or her family, regardless of ability,
to participate in a broad range of activities
and contexts as full members of families,
communities, and society. The desired
results of inclusive experiences for children
with and without disabilities and their
families include a sense of belonging and
membership, positive social relationships
and friendships, and development and
learning to reach their full potential. The
defining features of inclusion that can be
used to identify high quality early childhood
programs and services are access,
participation, and supports. (p. 2)
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designed to assist families and profession-
als in their efforts to advocate for young
children with disabilities. Having shared
expectations that every child should reach
his potential was described as the first step
in selecting appropriate learning goals and
ensuring that families and professionals
reach consensus on the best way of orga-
nizing services and supports to accomplish
them.

2. Develop a program philosophy on
inclusion. As part of an overall mission
statement, programs were advised to
develop a program philosophy on inclu-
sion to ensure that program staff operate
under a similar set of assumptions, values,
and beliefs about the best ways to support
the development and learning of children
with disabilities in the context of inclu-
sion. It was suggested that agreement on
these broad-based principles would lead
in turn to the identification of specific
teaching and intervening practices to sup-
port high-quality inclusion.

3. Establish a system of services and
supports. Reaching consensus on the
meaning of inclusion was intended to
inform the creation of a continuum of ser-
vices and supports that respond to the
individual characteristics and needs of
children with various types of disabili-
ties (including children at risk for learning
difficulties) enrolled in early care and edu-
cation programs. Services and supports
such as home visiting programs, itiner-
ant services, family support, specialized
programs and interventions, therapies,
assistive technology, and specialized
equipment and technology should be
coordinated and integrated within general
early care and education programs.

4. Revise program and professional stan-
dards. The joint position statement
(DEC/NAEYC, 2009) can be used to
expand existing standards that primarily
reflect the needs of the general population
of young children and families to incorpo-
rate the defining features of inclusion
(i.e., access, participation, and supports)
that identify dimensions of quality inclu-
sive programs and the competencies of
professionals who work in these settings.

5.Achieve an integrated professional
development system. The joint posi-
tion statement (DEC/NAEYC, 2009) was
intended to help designers determine who
would benefit from professional devel-
opment, what practitioners need to know
and be able to do, and how learning oppor-
tunities could be organized and delivered
as part of an integrated professional devel-
opment system to produce the desired
results for children and families.

6. Influence federal and state accountabil-
ity systems. The joint position statement
(DEC/NAEYC, 2009) was intended to
influence federal and state accountability
standards. Policymakers were encour-
aged to move away from requiring states
to report annually only the number of
children with disabilities who received
services in inclusive settings to emphasiz-
ing instead the quality and intensity of the
services experienced by children and fam-
ilies and the outcomes of these services.

Practices That Promote Access,
Participation, and Supports

HE DEC/NAEYC (2009) joint position
T statement on inclusion offered the

early childhood field clear, consensus
wisdom on the meaning of inclusion and the
defining features (access, participation, and
supports) that distinguish high-quality inclu-
sive programs, services, and supports from
those that do not reflect these features. But
the position statement accomplished even
more. Itidentified particular practices that
could be used to promote access and partic-
ipation of young children and families in the
context of inclusion, and the kinds of infra-
structure supports necessary to support the
implementation of inclusion system-wide.
The following sections present an overview
of specific practices related to access and par-
ticipation that have empirical evidence of
effectiveness or show promise in this regard
(for amore comprehensive description see
also Buysse, in press). Table 1 reflects efforts
undertaken by NPDCI to summarize the
most promising or effective practices related
to access, participation, and supports within
inclusion.

Access

Access means providing a wide range of
activities and environments for every child,
removing physical or structural barriers,
and offering multiple ways to promote
learning and development. Access will
mean something different for each child.
For example, the first step in promoting
the social development of a young child
with developmental delays who has no or
limited opportunities to play with typically
developing peers would be to create such
opportunities (e.g., by arranging play dates
or enrolling the child in an inclusive early
childhood program), prior to intervening
using a social skills curriculum. For a child
with significant communication delays who
is already enrolled in an inclusive classroom,
access would mean ensuring that this child
has a way to communicate her wants and
needs to primary caregivers, teachers, and
other children (e.g., using sign language ora
communication device). The joint position



Table 1. Practices and Activities That Promote Access, Participation, and Supports

Defining Feature of
Inclusion

Instructional/Intervention Practices
or Activities

Description

Access: removing physical
barriers, providing a wide
range of activities and
environments, and making
necessary adaptations

to create opportunities

for optimal development
and learning for individual
children

Universal Design (UD)/Universal Design
for Learning (UDL)

+ Supports access to early care and education environments through the
removal of physical and structural barriers (UD)

« Provides multiple and varied formats for instruction and learning (UDL)

Assistive technology (AT)

* Involves a range of strategies to promote a child's access to learning
opportunities, from making simple changes to the environment and
materials to helping a child use special equipment and technology

Participation: using a
range of instructional and
intervention approaches to
promote engagement in play
and learning activities, and a
sense of belonging for each
child

Embedded instruction/interventions
(related terms include: routines-based or
activity-based instruction/interventions
and integrated therapy)

« Strategies that address specific developmental or learning goals within
the context of everyday activities, routines, and transitions at home, at
school, or in the community

Scaffolding strategies:

Providing the following types of strategies across a wide range of
teaching and learning contexts for children who require intensive learning
supports:

+ Modeling: demonstrating how to do something
* Response prompting: providing assistance to elicit a response

« Variations of prompting and modeling: increasing/decreasing the level of
assistance, adding wait time, or combining strategies

Peer supports: enlisting peers to support another child in learning

+ Corrective feedback: responses that reinforce correct responses and
address incorrect responses or non-responses

Tiered models of instruction/intervention

+ Involves gathering assessments on children's behavior or learning to
plan and organize instruction/interventions and to monitor progress.

Supports: creating

an infrastructure of
systems-level supports for
implementing high-quality
inclusion.

Professional development

+ Teaching and learning activities designed to support the acquisition of
professional knowledge, skills, and dispositions related to inclusion as
well as the application of this knowledge in practice. The content of the
professional development should include evidence-based practices that
define high-quality early childhood inclusion.

Models of collaboration, communication,
& coordination

Approaches that promote multiple opportunities for collaboration
among key stakeholders (e.g., families, practitioners, specialists,
administrators) to support implementation of high-quality inclusive
practices. Models that support this type of collaboration include:
technical assistance, consultation, coaching, mentoring, Individualized
Education Program/Individualized Family Service Plan teams,
collaborative problem-solving, and communities of practice/
professional learning communities

Quality frameworks (e.g., early learning standards, professional
competencies, program standards, quality rating and improvement

Policies systems) that reflect and guide high-quality inclusive practices as well
as addressing the needs of the general population of young children and
families.

+ Funding approaches that support the appropriation of resources across

Resources health and human service agencies and the strategic use of financial

incentives to increase universal access to high-quality inclusive
opportunities

Research and program evaluation

+ Research and program evaluation that advance knowledge and
understanding about the most effective ways of implementing inclusion,
develop and evaluate research-based practices that promote children’s
development and learning and family support, and identify strategies for
improving the quality of inclusive services for children and families

Reprinted with permission from the National Professional Development Center on Inclusion (2011).
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statement (DEC/NAEYC, 2009) identified
Universal Design (UD), Universal Design for
Learning (UDL), and assistive technology
(AT) as promising or effective practices for
promoting access to inclusion.

UD and UDL. UD is a concept that
means supporting the access of children
with disabilities to many different types
of environments and settings through the
removal of physical and structural barriers,
whereas UDL reflects practices that provide
multiple and varied formats to promote
wider access to teaching and learning
activities (DEC/NAEYC, 2009). In 2007,
DEC identified three essential principles of
UDL in thisregard: (a) multiple means of
representation (i.e., learning opportunities
provided in various formats and at different
levels of complexity to address a range of
ability levels and learning characteristics),
(b) multiple means of engagement (i.e., using
arange of strategies for arousing and main-
taining children’s attention, curiosity, and
motivation inlearning), and (c¢) multiple
means of expression (i.e., providing a variety
of options and formats for children to

|
Learn More

Resources for Using Assistive Technology
With Young Children and Families

ASSISTIVE TECHNOLOGY FOR INFANTS AND
TODDLERS
www.fape.org/pubs/FAPE-12.pdf

FamILY CENTER ON TECHNOLOGY AND
DisasiLitTy (FCTD)
www.fetd.info

DEVELOPMENTAL RESEARCH FOR THE
EFFECTIVE ADVANCEMENT OF MEMORY AND
MoToR SkiLLS (DREAMMS) FoRr Kips
www.dreamms.org

ToTs-N-TECH RESEARCH INSTITUTE (TNT)
http://tnt.asu.edu

Ass1STIVE TECHNOLOGY FOR INFANTS,
TODDLERS, AND YOUNG CHILDREN
www.nectac.org/topics/atech/atech.asp

EARLY CHILDHOOD TECHNOLOGY INTEGRATED
INSTRUCTIONAL SYsTEM (EC-TIIS)
http:/[www.wiu.edu/users/ectiis

CONNECT: THE CENTER TO MOBILIZE EARLY
CHILDHOOD KNOWLEDGE
http:/[community.fpg.unc.edu/connect

Cara’s K1t
www.dec-sped.org/Store/Additional_Resources
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respond, demonstrate what they know, and
express their ideas and feelings). At this time,
UD practices represent a promising but,

as yet, unproven approach for promoting
access within inclusion. Additional

research is needed to determine the target
population for whom these practices will

be most effective and most feasible, the
types of settings and contexts in which
these practices work best, the professional
development required to ensure that
practitioners can implement these practices
appropriately and with fidelity, and the
benefits of using these strategies with young
children and families.

AT. Project Connect (the Center to
Mobilize Early Childhood Knowledge)
developed a module on AT that offered the
following definition: “AT interventions
involve a range of strategies to promote a
child’s access to learning opportunities, from
making simple changes to the environment
and materials to helping a child use special
equipment and technology” (Pierce,
Lindauer, & Epstein, 2011). Adaptations
and devices that are easy to find and use are
considered low-tech because they include
items such as bath seats and other baby
equipment that are readily available at low
cost to most families. At the other end of
the continuum are specialized, high-tech
devices that are more complex and include
augmentative communication, switches,
power wheelchairs, and computerized toys
not readily available for use by the general
population. A list of AT resources and related
Web sites appears in the Learn More box. A
research synthesis reviewed 104 articles on
the use of AT with infants and young children
(Campbell, Milbourne, Dugan, & Wilcox,
2006). The study found relatively strong
evidence that children as young as 1 year old
with various types of physical disabilities
and developmental delays could be taught to
operate switches to activate toys and devices,
but also concluded that future research
should shift from evaluating performance
of isolated skills to promoting children’s
successful participation within the context
of everyday activities and routines.

Participation

Ensuring that environments and
programs provide each child with access to
learning opportunities does not guarantee
that every child will be able to participate
fully in those learning opportunities. For
example, removing physical barriers and
providing a communication device may
promote access to learning for a child
with cerebral palsy, but this child almost
certainly will need additional individualized
accommodations and supports to participate
fully in play and learning activities with

peers and adults. Participation means using
arange of instructional and intervention
approaches to promote engagement, in both
play and learning activities, and a sense of
belonging for each child. The DEC/NAEYC
(2009) joint position statement identified
practices such as embedded interventions,
scaffolding, and tiered models of instruction
and intervention as promising or effective
for promoting the participation of children
with and without disabilities within inclusive
settings.

Embedded instruction and
interventions. Embedded instruction
and interventions—and related practices
such as embedded learning opportunities,
routines-based intervention, activity-
based instruction and intervention, and
integrated therapy—embody the idea of
supporting a child’s development and
learning (regardless of ability level) within
the context of the natural environment.
Embedded instruction and interventions are
implemented in different ways and across
different contexts, depending on the age
of the child targeted for these services. For
infants and toddlers with disabilities who
receive Part C early intervention services,
the most common location for such services
is the child’s own home, with a smaller
number of children receiving servicesina
group-care setting. The embedded learning
for infants and toddlers within a home-
visiting context is commonly referred to as
routines-based intervention and takes the
form of supporting families in helping their
children learn throughout the day, rather
than working directly with the child with
materials the home visitor introduces as
parents observe (McWilliam, 2010). Most
pre-kindergarten children (3- to 5-year-
olds) with disabilities receive special
education services in center-based early
childhood programs or home-based child
care settings. Embedded interventions can
occur naturally anytime and anyplace; they
build on children’s interests; and they extend
learning by offering multiple opportunities
to practice new skills. A research synthesis
of 38 studies (Snyder, Hemmeter, Sandall, &
McLean, 2007) summarized by the Connect
Project showed that children 2-7 years old
with disabilities who received embedded
interventions acquired targeted skills or
made progress across a number of areas
thatincluded language and communication,
motor and adaptive skills, cognitive
development, academic learning, and social-
emotional development (Winton, Buysse,
Turnbull, Rous, & Hollingsworth, 2010).

Scaffolding strategies. Scaffolding
strategies are structured, targeted
approaches that practitioners, families, and
specialists can use with children who require



more intensive supports across a wide
variety of teaching and learning contexts,
and in combination with other approaches
(e.g., as part of embedded interventions and
tiered models). The research literature is
replete with information on the effectiveness
of different types of scaffolding strategies
and various combinations and hybrids of
these for use with infants and preschoolers
with disabilities (Chiara, Schuster, Bell, &
Wolery, 1995; Craig-Unkefer & Kaiser, 2002;
Gibson & Schuster, 1992; Girolametto,
Weitzman, & Greenberg, 2004; Hancock &
Kaiser, 2006; Hawkings & Schuster, 2007;
Kaizer, Hemmeter, & Ostrosky, 1996; Kaiser,
Hester, & McDuffie, 2001; Kouri, 2005;
Ostrosky & Kaiser, 1995; Ross & Greer, 2003;
Walker, 2008; Wolery, 2000). All of these
individual scaffolding strategies can be
organized under several broad categories

to create a more practical framework for
applying these approaches to promote
children’s participation within inclusion.
These categories include modeling, response
prompting, variations of modeling and
prompting, peer supports, and corrective
feedback. Table 1 provides a description of
each of these scaffolding strategies.

Tiered models of instruction and
intervention. Tiered instructional
approaches in early childhood are based
largely on response to intervention (RTT),
an approach that is gaining widespread
acceptance in public schools throughout
the U.S. for use in kindergarten through
12th grade. The key features of school-
age RTImodels involve (a) gathering
information on students’ skills to plan
and organize instruction and targeted
interventions and (b) monitoring progress
in learning to support data-based decision-
making. Although there is mounting
evidence that RTIis an effective practice
for improving reading and math skills for
school-age children (Burns, Appleton,

& Stehouwer, 2005; Gersten et al., 2008,
2009), RTIis generally considered an
emerging practice when it is implemented
prior to kindergarten. Across several

widely implemented tiered models in early
childhood, the primary emphasis is on
helping practitioners (e.g., general early
educators and specialists) organize the way
in which they gather information and deliver
instruction and targeted interventions to
respond effectively to children’s learning and
social-emotional needs (Buysse & Peisner-
Feinberg, 2010; Fox, Dunlap, Hemmeter,
Joseph, & Strain, 2003; Hemmeter, Ostrosky,
& Fox, 2006; NHSA Dialog, 2009a, 2009b;
Peisner-Feinberg, Buysse, Benshoff, &
Soukakou, in press; Sandall & Schwartz,
2008; Walker et al., 1997, 2008).

Routines-based intervention supports families in helping their children learn throughout
the day.

Supports

As defined within the DEC/NAEYC
(2009) joint position statement on inclusion,
supports refer to broader aspects of the
infrastructure or system that must be in
place to undergird the efforts of individuals
and organizations providing inclusive
services to children and families. Examples
of such systems-level supports would
include ongoing professional development,
collaboration and coordination among
key stakeholders, public policy, resources,
and research and evaluation. Table 1
briefly describes how each of these system
components could serve as a support to high-
quality inclusion.

Conclusion

HIS ARTICLE DESCRIBED current
I knowledge about early childhood

inclusion, summarizing research
and the DEC/NAEYC joint position state-
ment on inclusion. The article also outlined
effective or promising educational practices
that promote access, participation, and sup-
ports—the defining features of high-quality
inclusion. In the future, efforts to improve
the quality of inclusion must begin to con-
nect research-based practices suchas AT
or embedded interventions with the sys-
tems-level supports related to the broader
program quality movement. These efforts
should address, for example, quality rating
and improvement systems, early learning
standards, measurement and accountability,
and professional development. Otherwise,

inclusion will continue to exist as a sep-

arate service delivery system apart from
programs and services designed for the
general population of young children and
families. One area that seems ripe for devel-
oping these connections is the movement
underway to customize teaching and learn-
ing to address the needs of an increasingly
diverse population of young children and
families (Buysse & Wesley, 2010). Just as in
the broader field of K-12 education, there is
agrowing realization in early childhood of
the need to customize teaching and learn-
ing to ensure that practitioners are equipped
to help every child—including those with
identified disabilities, those at risk for learn-
ing or behavioral difficulties, and those from
diverse cultural and linguistic backgrounds—
reach his full potential. If the field moves in
this direction, perhaps one day Christine, the
blogger quoted at the beginning of this article,
will post a more hopeful message about her
son’s ability to participate fully in all learning
activities and form meaningful relationships
with his classmates and teachers. §
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Response, a model of Response to Intervention
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included early childhood inclusion, professional
development, and educational practices for dual
language learners.
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Early Head Startand Early

Intervention

Partnerships That Make a Difference for Young Children
With Disabilities and Their Families

LINDA BREKKEN

SpecialQuest Consulting Group
Rohnert Park, California

he partnership between Early Head Start (EHS) and Part
C early intervention (EI) addresses an urgent need—the
development of the youngest, most vulnerable children.
EHS and EI are often the first point of contact for many
families with infants and toddlers who are at risk or who
have disabilities and are natural partners in serving these
vulnerable families. EHS offers EI programs inclusive nat-
ural environments for service provision and EI provides EHS programs
with support to include infants and toddlers with disabilities in 10% of EHS
enrollment, as mandated by law. The two programs can augment one anoth-
er’s services with key ingredients to successful intervention and support for
infants and toddlers with disabilities and their families.

This article outlines the relationship
between the two programs and shares the
evaluation findings and experiences from the
work of the Hilton/Early Head Start Training
Program and the SpecialQuest Birth-Five:
Head Start/Hilton Foundation Training
Program (SpecialQuest), a public-private
partnership between the Conrad N. Hilton
Foundation and the Office of Head Start.
SpecialQuest worked with more than 500 EHS
and EI programs throughout the United States
between 1997 and 2010. This article highlights
information about successes, challenges, and
lessons learned in providing collaborative
inclusive EI services in EHS programs
(Brekken & Corso, 2009; Corso, Pickard,
Brekken, Bernheimer, 2007; Corso, Pickard,
Brekken, Bernheimer, 2010).
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The Context for EHS and E1
Partnerships

HIS IS AN exciting time for early child-
I hood services. Research shows many

benefits of providing services to
infants and toddlers at risk and with disabil-
ities and their families (National Research
Council & Institute of Medicine, 2000). Asa
result, legislation, policies, and funding have
expanded services to these populations. Since
1987, El services to infants and toddlers with
disabilities and their families have been man-
dated through Part C of the Individuals With
Disabilities Education Act (IDEA, 2004). Ser-
vices to infants and toddlers at risk have also
been viewed as an important investment in
our nation’s future (Heckman, 2010; Rolnick
& Grunewald, 2003). An increasing number

of supports have been provided to infants,
toddlers, and their families, including ser-
vices through EHS programs which began
in1994. Recently, EHS has been expanded

Abstract

A coordinated, comprehensive
approach to early intervention has

the potential to promote optimal
development and create a brighter
future for young children at risk or
with disabilities and their families
living in poverty. This article outlines
the relationship between Early Head
Start (EHS) and early intervention (El)
in the areas of child find, individualized
planning and service delivery, family
support, transition, and community
partnerships. Evaluation findings

and recommendations from the
SpecialQuest work with more than 500
EHS and El programs throughout the
United States between 1997 and 2010
highlight the importance of relationship
building between programs, shared
learning opportunities, a shared vision,
family and community engagement,
time for collaboration, administrative
support, and continuous improvement.



through American Recovery and Reinvest-
ment Act (2009) stimulus funding to address
the impact of rising rates of children living in
poverty. Current data indicate 46% of chil-
dren from birth to 3 years old are living in
low-income households and 26% are living in
poverty (Chau, Thampi, & Wight, 2010).

Early childhood inclusion, or the practice of
serving children in settings with their typically
developing peers, has received a great deal of
attention from research findings (Guralnick,
2001; National Professional Development
Center on Inclusion, 2007), policy,and
recommended practice (Copple & Bredekamp,
2009; Division for Early Childhood /National
Association for the Education of Young
Children, 2009; Sandall & Ostrosky, 2000;
Sandall, Hemmeter, McLean, & Smith, 2004).
In addition, federal policies are emphasizing
acoordination of efforts across all early
childhood programs in the U. S. Departments
of Education and Health and Human Services
to increase the effectiveness of the services
and to reduce duplication of services.

Shared Eligibilities

EHS programs are designed to provide
comprehensive services to pregnant women
and to families living in poverty who have
infants and toddlers. EHS programs are
required to serve children with disabilities as
atleast 10% of their enrollment. Head Start
Performance Standards define children with
disabilities as children who are eligible for EI
services in their state and who have a Part C
(IDEA) Individualized Family Service Plan
(IFSP). Because of the impact of poverty
and other risk factors, EHS programs are
likely to identify and serve a significant
number of children with disabilities. In
fact, more than 40% of the children with
disabilities participating in Head Start are
identified while they are enrolled in EHS
(U.S. Department of Health and Human
Services, 2010). In 2009-2010, EHS and
Migrant and Seasonal Head Start served more
than 120,000 infants and toddlers and their
families in more than 1,000 EHS programs
across the country (U.S. Department of
Health and Human Services) and of that
number, 11.9% or 14,289 were identified as
infants and toddlers with disabilities.

EI programs served 342,985 infants and
toddlers with disabilities and their families in
2008. According to the most recent data from
the Office of Special Education Programs
approximately 2.66% of the overall population
of infants and toddlers received EI services
(Danaher, Goode, & Lazara, 2010; U.S.
Department of Education, 2009).EI programs
are required to serve infants and toddlers
with disabilities in natural environments.
Thatis, services are provided where children
without disabilities typically spend their

EHS programs are required to serve children with disabilities as at least 10% of their
enrollment.

time—this includes the child’s home, as well
as child care, EHS, and other early childhood
settings. Because EHS is required to serve
infants and toddlers with disabilities and also
hasan infrastructure that enables programs
to provide comprehensive services and
collaborate with community partners, they
are often an ideal option for serving infants
and toddlers with disabilities in natural
environments. However, although EHS
programs are located in every state in the U.S,,
theyare small programs and not universally
available. Thus, EHS programs are currently
serving less than 4% of the eligible population.
Participation in EHS increases the likeli-
hood of a child receiving EI services. Findings
from the EHS National Research and
Evaluation Study (U.S. Department of Health
and Human Services, 2006) show that infants
and toddlers served by EHS were signifi-
cantly more likely to receive EI services than
control group children. This may be due to
the screening and referral processes and the
relationships with the Part C providers. The
study also revealed gaps between the need for
and the receipt of Part C services—especially
by families who were less well-educated,
teen parents, Hispanic families, and fami-
lies with multiple risk factors. The National
EI Longitudinal Study found that the fami-
lies who had the most difficulty accessing EI
services were those who had multiple risk fac-
tors, particularly low income families from
diverse cultural and linguistic backgrounds—
a population similar to the families served by
EHS (Bailey, Hebbeler, Scarborough, Spiker,
& Mallik, 2004).

Shared Legislative Intent

Having similar mandates and philosophies
is not enough. Despite having mandates
for inclusive services and supports, both
EHS and EI face challenges in creating
asupportive and inclusive climate for
infants and toddlers with disabilities.
Administrative support and staff training—
in both programs—are necessary. EHS staff
need to understand the importance of their
role with children who have disabilities,
be comfortable and confident in serving
infants and toddlers with disabilities in their
programs, and have skills and supports to
address the child’s and family’s special needs.
El staff need to feel comfortable referring
children to, and integrating their services
with, EHS programs. Creating this climate
of mutual respect and appreciation requires
an intentional process of exploring what
each program has to offer and how they can
support each other’s efforts. Families need
the services, and they need these services to
be supportive and well-coordinated.

EHS programs have worked with their
Part C EI partners across the country to
collaboratively serve infants and toddlers
with disabilities and their families since
the inception of EHS in 1994. Through the
visionary efforts of the Hilton Foundation
and the Head Start Bureau, SpecialQuest
brought together more than 500 EHS
programs, families, and EI partners to learn
together and from one another, develop and
implement plans to enhance inclusion in
their communities, and assess their progress
and make modifications to ensure that
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Both EHS and EI have a family-centered approach and philosophy and are responsive to
the family’s language and culture.

children and families received collaborative
and coordinated services. These programs
and families provided a rich source of
information on how programs have worked
together to support inclusion of infants and
toddlers with disabilities and their families
within the context of their communities.

The evaluation data from SpecialQuest
focused on the impact of the intensive,
team-based training with follow-up over
time and showed a strong positive impact
on participating programs (Brekken, 2004;
Corso etal., 2007, 2010). EHS programs
and their EI partners increased the number
of infants and toddlers with disabilities
served in EHS, served more children with
more significant disabilities, increased staff
comfort and confidence in serving infants
and toddlers with disabilities, provided more
services to families, developed family leaders,
increased reciprocal referrals between
EHS and EI, provided more coordinated
services, and developed strong collaborative
relationships. Program case studies, on-site
observations and interviews, focus groups,
and other data document the points of
intersection, challenges, and effective
strategies for collaborative inclusive services
in the areas of child find, individualized
planning and service delivery, family support,
transition, and community partnerships.
Each of these elements of services are
described in the following sections with
examples and strategies for coordinated
inclusive services for young children with
disabilities and their families jointly served by
EHS and EL.
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Joint Responsibility for Early
Identification

Both EHS and EI, along with other
agencies, have the responsibility for child
find—a process for the early identification of
children with disabilities and ensuring that
children and families get needed services
as early as possible in the child’s life. EIand
EHS are required to work with hospitals,
pediatricians, EI programs, and other
community partners to recruit and enroll
infants and toddlers with disabilities, as well
as to have policies and procedures in place to
ensure that as they identify children in their
programs who might need Part C services they
can refer families to additional services.

In many communities, EHS and ET have
coordinated their child find efforts and
systems. Some communities have conducted
community-wide health and developmental
screening fairs. In other communities EI staff
screen all children in EHS and child care.
Several communities have worked together
and trained all their staff so that they use the
same screening and assessment tools. In all
of these situations, it is critical to make sure
that everyone in the community knows what
to doif they have concerns about a child’s
development and establish clear guidelines
for referral processes.

In communities where there are strong
partnerships, the referrals between agencies
are more frequent and more appropriate. In
addition, programs noted that children who
might have gone undiagnosed in the past are
identified and served earlier when EI and EHS
child find efforts are coordinated. EHS is seen

as an important part of the early identification
and intervention system. Communities

have also set up common referral forms and
established interagency referral teams that
meet regularly to discuss and address new
referrals. As EHS and EI programs worked
together and better understood each other’s
systems, they significantly increased the rates
of reciprocal referral.

Individualized Planning

Both EHS and EI are based on
individualized services for children and
families. EI requires an IFSP process that
outlines services that the child and family
need; intended outcomes of these services;
and how, when, and by whom the services
will be provided. EHS has requirements
for individualized services for all infants
and toddlers, including the support for
implementation of the IFSP. EHS programs
also have a requirement that the Family
Partnership Agreements are developed
and coordinated with child or family plans
developed through other service providers,
such as the IFSP, or with child welfare if the
family is involved with child protection or
foster care.

Akey step in the initial IFSP process is
a series of observations, assessments, and
evaluations that lead to identification of a
disability. Staff from all agencies involved
in the identification process need to work
together to ensure that all individuals
understand the processes and roles involved
inidentification and in preparing families to
participate in the development of the IFSP.

Some of the challenges encountered
by EHS and their EI partners relate to
involvement of EHS in the process of
developing the IFSP. In order for EHS to
assist in meeting the outcomes of the IFSP for
children that they serve, it is important that
theyare involved in developing the IFSP, have
copies of the document, and know how they
canimplement strategies in their home visits
and group activities.

SpecialQuest evaluation results indicated
that when EHS staff were involved throughout
the IFSP process, they were able to share
their observations of children’s strengths
and needs, identify priority areas for services,
and contribute to an IFSP that reflected the
perspectives of families, EHS, and other
service providers working with the family,
as well as the specialized expertise of the EI
providers. Joint training was conducted to
clarify procedures to ensure that families
and EHS staff understood the IFSP process
and how to fully participate in planning and
implementing the IFSP. In many communities
EHS staff were instrumental in encouraging
and supporting families who might be
reluctant to access needed EI services. EHS



served as important support for families

as they moved through the IFSP process.
Interagency agreements were developed to
ensure that these collaborative procedures
were clarified and shared with all staff who
would need to implement them.

Individualizing and Coordinating
Intervention Services

Individualized services require a
foundation of developmentally appropriate
practices for all children that address
children’s temperament, learning styles,
and preferences. Many EHS staffhave a
strong background in child development and
receive ongoing training in developmentally
appropriate practices but do not have
extensive experience and background in
specialized services often needed to maximize
the potential of the child who has a delay
or disability. EHS home visitors or center-
based teachers work most effectively with
infants and toddlers with disabilities and
their families when they have support and
work as a team with EI providers to embed
IFSP outcomes into ongoing curriculum and
integrate therapy strategies into joint home
visits or within group settings.

Some of the challenges identified by
SpecialQuest community teams included
communication among all parties, including
families; coordinating services when there
were differences in service delivery models
(home, center-based, or community-based);
providing EI services and supports in the
context of the classroom; difficulties in
finding qualified therapists; and staff turnover
resulting in a lack of or discontinuity of
services.

EHS programs that participated in the
SpecialQuest training significantly increased
the number of children with disabilities who
were served and the number of children with
significant disabilities who were served. EHS
and EI staff reported that they increased their
skills significantly in working with infants
and toddlers with disabilities and their
families. They reported increased skills in
implementing inclusive, integrated services,
as well as integrating the IFSP outcomes into
their home visit or center-based learning
environments.

Participants provided many examples
of effective strategies to coordinate
service deliveryin their communities.

One key strategy was shared professional
development opportunities so that staff

from all systems benefit and learn together.
Ongoing communication and consultation
processes ensured that everyone working
with the child and family were working toward
common outcomes. Collaborative services
require adequate time for joint planning,

as well as strong administrative support.

Participants in SpecialQuest training reported that they significantly increased their
skills in working with infants and toddlers with disabilities and their families.

Depending on the service delivery models

in the community, staff may conduct joint
home visits, or provide EI services that are
embedded as part of the EHS or child care
daily routines. Ensuring that families are
apart of the collaborative service delivery
systems is also an important consideration.
In many communities acommunication log
is completed—for center-based programs,
the logis kept in the classroom and sent back
and forth between home and center with the
child. In home-based programs families may
keep ahome visit log, where all of the service
providers record notes on services provided
and progress toward the desired outcomes.

Shared Values for Family Support

Both EHS and EI have a family-centered
approach and philosophy. EHS is required
to assist families in understanding services,
engaging them in services, and encouraging
them to be advocates for their child. Services
should also be responsive to the family’s
language and culture. EHS and EI providers
support families in learning about their child’s
disabilities, advocating for needed services,
and making informed choices. It is impossible
and unrealistic to expect that a single service
provider will have all the requisite knowledge,
experience, and expertise to meet the
needs of families who are living in poverty,
experiencing multiple risk factors, and
dealing with the added impact of a child with
disabilities. Thus, both systems emphasize
the importance of coordinating supports for
families. EI has a role of service coordinator,
and EHS has anumber of roles to provide such
support, including the home visitors, family
service workers, and disabilities coordinators.

The families that EHS and EI jointly serve
are families with multiple needs necessitating
coordination of a variety of different services.

EHS needs EI to provide the specialized
support to address the child’s disability

and help the family to follow through and
implement recommendations in the home. EI
needs EHS to help address the complex needs
of these families, such as accessing health,
mental health, food, housing, job training, or
parenting education.

Families in EHS are often working or
attending school to further their education.
EHS helps families identify quality child care
services if they do not directly provide such
services. EI providers often assume that the
natural environment is the home. Part C data
indicates that the home was the primary EI
service setting for 86% of the families receiv-
ing EIin this country. If families are working
or going to school, as most low income par-
ents are, this may not be the most convenient
service delivery model, as this family shared:

My big thing was getting [early intervention]
inside the day care. I was taking him to [ther-
apy] outside of day care, but that was killing me
in the morning. So I was trying to get this set up
inthe day care center so I didn’t have to do all
this running around, and so the physical thera-
pist would come to my child and work with him,
and then I wouldn’t have to worry about taking
offwork and threatening my job.

EHS and EI programs shared a number
of collaborative strategies that helped
families access information, resources,
and support. Programs worked together to
contribute their expertise to support families
as informed decision makers and advocates
for their children. For example, EHS might
provide bilingual, bicultural staff to support
families who were non-English speaking in
partnership with EI. EHS staff might transport
families to appointments with specialists and
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EHS offers an inclusive “natural environment” for service provision.

ensure that families understood information
by clarifying any questions or concerns.

Families that participated in SpecialQuest
alsoreported an impact on their leadership
skills and their ability to advocate for their chil-
dren. The impact of having a family member on
the team also provided a new perspective for
many professionals, as one shared:

Having families involved keeps the team
grounded and reminds us of the reasons for this
work. It also gives the team feedback on what’s
really working for families and their children.

]
Learn More

The following Web sites provide a variety of
resources and information pertaining to Head
Start/Early Head Start and Early Intervention
for children with special needs.

HEAD START CENTER FOR INCLUSION
www.headstartinclusion.org

EARLY HEAD START NATIONAL RESOURCE
CENTER
www.ehsnrc.org

NATIONAL EARLY CHILDHOOD TECHNICAL
ASSISTANCE CENTER
www.NECTAC.org

NaTioNAL EARLY CHILDHOOD TRANSITION
CENTER
www.IHDI.uky.edu/nectc

NATIONAL PROFESSIONAL DEVELOPMENT
CENTER ON INCLUSION
www.fpg.unc.edu/~NPDCI

SPECIALQUEST
www.specialquest.org
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An important aspect of family support
is helping families to feel a part of their
community, reducing the isolation and stress
on families. Families also expressed how
important it was to see their child witha
disability learning with other children and for
their children to be part of the group and have
friends.

Transition Planning

EHS and EI each have requirements for
transition planning from infant-toddler
services to preschool services. EHS is
required to begin transition planning at
least 6 months prior to when the child turns
3years old. EI programs are required to
conduct transition meetings no later than
90 days and no earlier than 9 months before
the child’s third birthday. Although the
programs have complementary provisions,
these slight differences in timelines need to be
coordinated.

EHS and EI programs developed a variety
of strategies to address the complexities
of transitions in their communities.
Evaluation results indicate that one key
was to clarify transition procedures in
interagency agreements or transition plans.
Ongoing communication, joint training, and
coordinated planning resulted in a number
of communities developing transition guides
for families and transition teams to facilitate
the process. Helping families understand and
prepare for the transition process was a major
part of their collaborative activities.

Linking With Other Resources

Both EHS and EI systems expect that
individual service providers coordinate with
other community partners to benefit the
children and families that they jointly serve.

Head Start requires programs to develop
interagency agreements so that the roles and
responsibilities of the respective programs
are clarified. Both systems have roles and
supports to bring community resources
together to meet the needs of families. The
quote below is an example of what all families
should experience:

I’ve had a wonderful service coordinator
through [the EI program] . .. she had all the
services set up. Our EHS has just started this
past year—the timing was absolutely perfect—
and I wouldn’t have even known about the
program. She’s the one that went ahead and
said, “They’re just going to open in July,”—
that’s when I needed it, and it was just all there
forme. She coordinated all my therapists to
come in to the school, because I work in the
county, and I can be there for each service
provider, each therapist, so that they can train
me at the same time as they’re teaching the
staff and working with my child. So I've had an
excellent experience.

There are close parallels between the
two programs that facilitate collaborative
service delivery. However, each programis
unique and differences in state regulations,
program procedures, and policies must also
be taken into account. The guidance for the
“what” of services is relatively clear. The
“how” of collaborative service provision is
acritical and sometimes overlooked issue.
The bottom line is that each partner needs
toknow the rules of the game in order to
play together. Making sure that everyone
involved, especially families, understands
the rules, roles, and responsibilities of the
team of service providers can greatly enhance
the effectiveness of services. One program
administrator commented:

It has changed the way the community views
our EHS program and their involvement in
EHS, and it has changed our view with the fam-
ilies we serve. We don’t provide just child care
we provide “family care.” Our collaboration
with our partners has opened doors of commu-
nication that together we provide continuity of
care to children and families and a higher qual-
ity of services. Medical providers are supporting
our efforts to provide high quality services to
Sfamilies of children with disabilities.

Building Collaborative Inclusive
Services
HE EXPERIENCES OF EHS and EI pro-
grams working together to provide
inclusive services for infants and tod-
dlers with disabilities and their families have
provided anumber of lessons learned.



Relationships Are Key

EHS and EI partners forged strong
relationships that were mutually supportive
for the programs and for children and
families. These relationships opened doors
to collaborative services. Staff knew who and
when to call and communicated with each
other regularly. Partners were more willing
to do something for people that they knew
would also provide reciprocal support. As
with any relationship, time must be spent
building and maintaining it; it can’t be taken
for granted—or it may erode. One early
childhood program director commented,

SpecialQuest has allowed our staff to become
better informed about the resources that are
available in the community as well as build
relationships with those partners. Better rela-
tionships spark better collaboration.

Learn From and With Your Partners

As programs began to work together they
better understood each other’s services,
requirements, and systems. Similar to
learning about children and families, the
community partners shared information
about their eligibility, referral processes, and
service delivery and identified ways to work
together. Learning together as a community
team both through the SpecialQuest team
experiences and through shared trainings
for staff throughout the community created
acommon understanding. Another effective
strategy was to do cross-system job shadowing
(e.g., spending a day working side-by-side with
staffin another agency) so that staffhad an
in-depth understanding of each other’s roles
and responsibilities.

Learning from the families that they served
was also important. Teams that had strong
family support and provided opportunities for
family leadership in planning, service delivery,
and professional development experiences
shared that the family voice changed the way
that they delivered services. Early childhood
staff shared the importance of family
leadership:

Parents have made us aware of what they need
and want for their child. They tell us how they
feel about services they receive and what it is like
to be on the receiving end. We are able to develop
better plans for children with parent input.

Develop a Shared Conmimunity Vision
for Inclusion

Community teams found that developing
ashared vision for inclusion helped to focus

their work and solidify their commitment
toinclusion. The vision was used to guide
their work, to communicate their shared
vision with others, and as a unifying force in
their coordinated services for all children, as
illustrated in this comment:

Making sure it’s not a second thought, that we’re
including all children, and we didn’t have to say
“and including children with disabilities.”

Matke Time for Collaboration

Building collaborative relationships
and systems takes time. EHS and EI were
most successful in providing collaborative,
inclusive services when they intentionally
built in time for joint planning and for
opportunities to work together. They found
that establishing regularly scheduled times
for meetings and communication and linking
collaborative activities to their ongoing
responsibilities helped facilitate strong
partnerships—so it did not feel like merely
one more task. A state administrator shared,

One of the key things is to figure out how collab-
oration is embedded within your current work
and not seen as something “in addition to.”

Actively Involve Community Partners
and Families

EHS, EI, and their partners found it
important to engage everyone involved in
planning, developing, and carrying out action
plans and specifying roles and responsibilities,
timelines, and intended outcomes. The
buy-in for inclusion has grown as the groups
accomplished goals and celebrated their
success. The following quote illustrates the
positive impacts of collaboration:

Aspects of the community has been beneficial.
It’s good for all members of the community to
hear how collaboration really works and has
benefited so many children and their families.

Gain Administrative Support
Administrative support affects all aspects
of inclusive services. Administrators who
value inclusion and support collaboration
create an organizational climate of respect
and belonging for all children and their
families. Communicating these values
through hiring practices, budget and
resource allocation, training, and support
for inclusion within the program, as well
as with community partners, is critical. In
working across systems such as EHS and

EI, administrative support in all agencies
is essential for effective partnerships and
interagency agreements.

Continually Review and Refine the
Work

Successful collaborations between EHS
and EI programs included opportunities for
reflection on their work with children and
families and identified areas that needed to
improve. They engaged in reviewing data and
joint problem solving, exploring a variety of
options for delivering high quality inclusive
services. Their work was characterized
by an openness to identifying challenges,
trying new ideas and practices, and having
asense of accountability—to each other
and to children and families. This process
of continuous improvement also created a
climate of trust among team members as they
followed through on their commitments,
thus enhancing relationships that are the
foundation for effective inclusion.

Conclusion

HS anp El are natural partners in
E serving infants and toddlers with dis-

abilities and their families living in
poverty. The two programs have complemen-
tary purposes, regulations, philosophies, and
requirements. They cannot effectively serve
children with disabilities in isolation. The
programs provide a lifeline of important sup-
ports—if they work together with each other,
with families, and with other community
partners, they can maximize the impact and
create a bright future for the many families
whoneed us! §

LINDA BREKKEN, PD, is the divector of the
SpecialQuest Consulting Group at the Napa
County Office of Education, building on many
years of work to promote inclusive services for
young children with disabilities and their families
in communities and states across the country. Dr.
Brekken and her team designed and developed the
award-winning SpecialQuest videos and training
materials (The SpecialQuest Multimedia
Training Library) that have been shown to

be effective and innovative ways of providing
professional development and creating change
forearly childhood inclusion. She has designed,
directed, and evaluated many innovative state,
regional, and national training and technical
assistance programs which focus on improving
services to infants and preschoolers at risk or with
disabilities and their families since 1980.
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FIND IT Now ON WWwwW.ZEROTOTHREE.org

Tips for Surviving Child Developmental Assessment

www.zerotothree.org/developmentassessment

A developmental assessment is a process designed to deepen understanding both of a child's competencies and resources and of the caregiving and
learning environments most likely to help the child make fullest use of her developmental potential. Learn about eight tips for parents preparing for

the developmental assessment of their child.

Questions and Answers About Early Development

www.zerotothree.org/readinessgna

Read commonly asked questions and find resources to help support early development in babies and toddlers.

Promoting Early Language and Literacy Development

www.zerotothree.org

ZERO TO THREE's Policy Center announces the release of a video and a new policy brief illustrating how early language and literacy development
contributes to a child's success throughout life. The video is currently located on our home page. You can play the video right from our site to show it
to policymakers, advocates, community partners, and others. And be sure to check out the early literacy webinar and our wealth of early literacy
resources, also currently located on the home page.
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Sustaining Family Involvementin
Part C Policy and Services

Successes and Challenges Moving Forward

MARK A. SMITH
DARLA GUNDLER
MAUREEN CASEY

TALINA JONES

The Early Intervention Family Alliance
Boston, Massachusetts

he passage of the Education of the Handicapped Act
(1986) mandated educational services for children
with disabilities starting at age 3 years. It also included
language promoting the implementation of an entirely
new program under Part H of the Act, in which states
that chose to participate would be eligible to receive
federal funding and technical support to develop a
comprehensive, multidisciplinary, statewide system of early intervention
(EI) services to infants and toddlers with disabilities and their families.
While some, albeit relatively few, states were already providing
educational services to infants and toddlers with disabilities, Part H
established the conditions (a) that these services be family-focused,
(b) that states provide service coordination supports to families, (c¢) that
states actively promote interagency collaboration among stakeholder
state and local agencies, (d) that EI programs focus efforts on identifying
all eligible children, and (e) that states establish State Interagency
Coordinating Councils (ICCs) to oversee the implementation of these
programs and to actively pursue the amelioration of systemic gaps and
barriers to program implementation. Part H also included the unique
requirement of parent participation in the implementation and oversight
of these programs meaning that parent involvement was required in
the new system. The state ICCs were required to include state agency
stakeholders in their membership. In addition, at least 20% of the
ICC membership was to consist of parents with young children with
disabilities. While innovative, family involvement in the disability field
in the United States had been key in advancing significant change to the
field in the latter half of the twentieth century.

Prior to 1960, the common refrain that
parents of newly identified children with
disabilities would hear from the medical com-
munity was that “the best place for your child
is...,” followed by a referral to the state or
regional institution established for individ-
uals with disabilities. Indeed, thousands of
Americans with disabilities spent their entire
lives in such settings. These institutions were

typicallylocated in rural areas and removed
from the view and general awareness of the
community at large. The seminal event that
began a national shift away from this pol-

icy was the election of John F. Kennedy as
president in 1960. President Kennedy, while
being a member of a prominent Northeastern
family, a WWII war hero, and nascent pol-
itician, was also the sibling of a sister with

disabilities. In partnership with other mem-
bers of his family, President Kennedy
established the President’s Panel on Mental
Retardation, the first national group to study
disability in the United States. The Panel ini-
tiated a call to action to increase research,
review public policy, and enhance the qual-
ity of practice regarding the care and support
of individuals with disabilities. As aresult, a
national deinstitutionalization movement
was launched.

Abstract

For thousands of parents of children
with delays or disabilities, early
intervention (El) is the start of a lifetime
of personal advocacy—learning to
speak up on behalf of their own child

to obtain the supports and educational
experiences that establish future
success in school and in life. Facing
severe cuts in budgets, narrowing of
eligibility criteria, and gaps between

El and preschool services, families

all over the United States have moved
beyond “telling their stories” to
becoming vigorously engaged in policy
and advocacy work at the state and
federal levels. Parents can do what El
professionals cannot: bring the reality
of “return on investment” to policy

and advocacy for Part C of IDEA—the
promise of El. This article presents
strategies for engaging families in
policy work and examples of the efforts
of successful parent advocacy.
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Prior to 1960, thousands of Americans with disabilities spent their entire lives in
institutions.

President Kennedy, along with other mem-
bers of the Kennedy family including his sister
Eunice Kennedy Shriver, founder of Special
Olympics, saw to it that more resources were
devoted to move the locus of services for indi-
viduals with disabilities from institutions to
their communities. At the same time, grass-
roots family movements such as the national
and state Arc organizations began to ques-
tion the status quo as it had stood for so many
years. At the heart of this movement was ques-
tioning the practice of segregating individuals
with disabilities; a national call by parents and
professionals, in concert with national pol-
icymakers, resulted in a nationwide series
of investigations of state institutions, which
were routinely found to provide woefully
substandard care, and in calls to close state
institutions. The investigations led to law-
suits—Willowbrook, Pennhurst, Alabama PARC,
Partlow (Trent, 1994) and many others—filed
against states by family members across the
country and the eventual closures of many
public institutions. The deinstitutionalization
movement continues to this day.

Given that children with disabilities were
no longer removed from their families as the
standard of practice, families were faced with
the question: “What’s next for my child?”
While community-based services were being
developed in many areas to serve the needs
of formerly institutionalized adults, there
was little if any infrastructure to support
the needs of children with disabilities and
their families. Parent advocates, in partner-
ship with legislators and policymakers, set
about the task of ensuring the educational
rights of children with disabilities. A 10-year
period of parent advocacy and collaboration
resulted in the passage of the Education of
All Handicapped Children Act (1975), which
established the rights of all childrentoa
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free and appropriate public education based
on the equal protection clause of the 14th
Amendment. This Act included such key pro-
visions as due process rights, Individualized
Education Plans, and least restrictive envi-
ronment. The question of “what’s next”
was answered with the guarantee that chil-
dren with developmental challenges had the
same rights and access to public services, in
this case educational services, as their typical
peers. And, as had occurred in earlier shifts
in the disabilities paradigm, families were to
agreat extent the “drivers” of the need for,
design of, and implementation of change.
Families have stepped forward to shape
the future in regard to disability and other
special needs and continue to actively work to
ensure systems of support which culminate
in the best lives possible for all children. In
each of the examples described below, family
members moved beyond the role of advocat-
ing for their child or family member with a
disability to advocating for systems and pol-
icyimprovements at the local, state, and
national levels.

Family Representation on State
Interagency EI Councils

OLLOWING THE PASSAGE of the Educa-
F tion of the Handicapped Act (1986,)

states began to develop statewide early
intervention (EI) systems under Part H of
the law, which included the establishment of
ICCsin each state and territory. One of the
many challenges states and territories faced
in meeting the requirements of Part H was
the requirement for parent participation in
planning these new systems. Federally funded
technical assistance was specifically targeted
to each state’s designated Lead Agency, state
ICC chairpersons, and state Service Coordi-
nation representative. Locating, including,

and orienting parent representatives were left
to the state EI programs and ICCs. States and
territories began to recruit parents to serve

in these roles and continue to do so to this
day. It was necessary along the way to develop
practices to ensure that parent members were
empowered to serve as equal participants in
the implementation and ongoing oversight
of state EI systems. For example, some of the
newly formed Part H programs hired profes-
sional Parent Partners to assist in identifying
family representatives and instituting prac-
tices—such as direct individual mentoring,
pairing newer with more experiences fam-

ily members, or conducting trainings—to
support their participation. Program staff
members in the Parent Partner role came
from varied backgrounds, but typically were
parents of children with special needs and
were familiar with the requirements of new
Part H. From 1986 until 2004, there was also
aFederal Interagency Coordinating Council
(FICC), 20% of whom were parent mem-
bers, that served the same functions at the
national level. The Principles of Family Involve-
ment technical assistance document (Smith
& Hansen, 1998; see box Principles of Fam-

ily Involvement) was developed by the Family
Empowerment subcommittee of the FICC
and continues to provide a strong framework
for engaging parents in state advisory coun-
cilsand other policymaking groups.

As ICCswere developed, many groups
argued for “a seat at the table.” By requiring
that families have guaranteed representation,
Congress ensured that there was the oppor-
tunity for equal expression of the experiences
of families in EI systems. Families serving
on ICCs share their experiences, and those
of their peer constituents, along with other
entities represented on the ICC. This shar-
ing allows the membership the opportunity
tolearn about the challenges families face as
well as those confronting municipalities, pub-
licand private providers, and state agencies in
implementing EI services. By having each con-
stituency at the table, the resulting policies are
richer and more reflective of what happens in
families and in the field at all levels.

Moving From Child to Systems
Advocacy

ANY STATES PROVIDE families the
opportunity tolearn about the
EIsystem in their state and their

rights under the Individuals With Disabilities
Education Act, (IDEA; 2004). Itis important
for families to understand the rights they and
their child are afforded under the law so that
they can make informed decisions as part of
the Individualized Family Service Plan team.
Under IDEA, families are equal partners with
providers, evaluators, and local government
representatives in determining the services



PRINCIPLES OF FAMILY INVOLVEMENT

Developed by the Federal Interagency Coordinating Council (FICC) in 2000

Demonstrate family independence and contribution.

+ Develop a plan for identifying a diverse, representative group of families to participate.

+ During and after meetings, specifically recognize the value of the family's participation.

+ Recognize individual family strengths while respecting the different methods of coping and
adjustment.!

+ Demonstrate how Federal programs support families to attend national conferences.

Provide family-identified supports to assist the family’s participation.

* Provide convenient meeting times and locations for family members.

+ Compensate families for their time, expertise, and expenses.

+ Clearly identify a staff person to be the primary contact person for reimbursement and
other issues.

+ Be sure she/he understands that timely reimbursement and contacts are essential.

+ Develop provisions that ensure that parents are present to participate in policy-related
activities including direct staff support, stipends, travel expenses, and child care.

« Identify these supports in RFP’s, grants, and policy.

+ Provide complete, appropriate information prior to meetings in a timely manner.

+ Match veteran parents with inexperienced family members to ensure that new members
feel supported in their roles as advisors and have the opportunity to share their ideas.

+ Consider incorporating a “family leave" policy so family members can choose an inactive
role but maintain their membership should family circumstances require some time off.

+ Recognize that some family members may require more and different kinds of support than
others to participate in a meaningful way.

+ Encourage and facilitate family-to-family support and networking.?

Provide formal orientation for families and provide information for involving them.

+ Provide orientation to both family members and staff about the issues, participants, and
process.

+ Provide informational support for parents to be prepared to participate as equal partners on
a “level playing field" with their professional counterparts.

* Provide technical assistance, leadership mentoring, training, and other parent leadership
teaming.

Ensure diversity among family members.

* Honor the racial, ethnic, cultural, and socioeconomic diversity of families.®

+ Provide all materials in the families’ preferred language.

+ Recruit broadly from the community and the population the program serves.

* Bring in new families.

+ Adapt collaborative models to diverse cultures. Manage changing distribution of power and
responsibility. Incorporate principles of collaboration into professional education.

+ Ensure broad representation among parent groups based upon the community(s) in
guestion.

+ Be particularly careful to include members of traditionally underserved groups.

* Avoid any appearance of tokenism.

Be ready to hear what families say.

* Encourage and support family members to find their voice.

+ Ensure that parent perspectives are not considered a separate component of the
policymaking process, but instead are infused throughout.

* Always consider an individual parent's story as being valid.

Respect the passion families have for change. Celebrate the partnerships of

working together for change.

+ Support staff in developing an understanding of the value of family participation.

« Provide clear information about the goals of the board, task force, or committee and the
role of individual members and the roles of family members.

+ Balance membership on committees between families and professionals.

+ Consider shared leadership—parent and professional co-chairs or teaming.

LEarly Childhood Corner. (2000, Spring). Principles of Family-Centered Care, Newsline, The Federation for
Children with Special Needs.

2Early Childhood Corner. (2000, Spring).

8 Early Childhood Corner. (2000, Spring).

“Epstein, M., Kutash, K., & Duchnowski, A. (Eds.). (1998). Outcomes for children and youth with behavioral and
emotional disorders and their families (pp. 233-234). Austin: PRO-ED.

Source: Smith & Hansen, 1998. Primarily adapted from Jeppson & Thomas (1995). Essential Allies: Families
as Advisors. Bethesda, MD: Institute for Family-Centered Care.

and supports that are needed to address the
developmental needs of their children. As
families learn about their rights, they can
be better advocates for their own child and
family. States provide this information to
families through a variety of means, includ-
ing supporting the work of the local Parent
Training and Information Center (federally
funded through IDEA and available in every
state), the use of Family Handbooks, which
can provide an overview of the steps in the EI
process, products documenting Procedural
Safeguards in IDEA, individual discussions
with service coordinators, on-line Webinars,
and group workshops.

Many families transition their advocacy
to other systems as their child transitions
from EL Children and families who leave EI
continue to interact with many other early
childhood systems, including preschool spe-
cial education services, Head Start, Title V
maternal and child health, medical systems,
developmental disabilities, mental health,
and others. The advocacy skills learned as
part of the EI system help parents continue to
advocate on behalf of their own child, other
children and families, and on behalf of the EI
system. In order to be successful advocates at
the broader community or systems level, fam-
ilyleaders informed the field that they first
need to process the fact that their child had a
disability and what that would mean for their
own child and family. They need tolearn about
the history of the disability movement and how
that influences what is available for their child
and family; and they need to connect with other
parents of children with disabilities and adults
with disabilities to learn of the breadth of the
disability movement. Advocacy starts locally
for families, with their own child and family,
but with information, skills-development
and support that can be transformed into
advocacy on behalf of all young children with
disabilities and their families.

State Support for Parentsin
Policymaking

OME STATES PROVIDE Oopportunities for

families to attend trainings tolearn

how to become involved in policymak-
ing decisions. These states provide funding
and support staff to train groups of families on
how to view the larger EI system and on how
itisinfluenced by laws, regulations, and pol-
icies that are focused on the well-being of all
infants and toddlers. There is along history of
parent leadership training to families and self-
advocates in the developmental disabilities
community (the following are just a few exam-
ples of these types of programs and are not
intended as an exhaustive list.) For example,
New York Developmental Disability Leader-
ship training is provided in eight-to-ten 2-day
sessions. For most families with young chil-

March 2011 Zero to Three 41



PHOTO: ©1STOCKPHOTO.COM/NICOLE WARING

Under IDEA, families are equal partners with professionals in determining the services
and supports that are needed to address the developmental needs of their children.

dren still enrolled in EI, this may be too large
atime commitment, so other states modify
training for parents of young children. New
York also funds an Early Intervention Partners
program. This program solicits applications
from families from two regions of the state
eachyear. Fifty parent applicants are cho-

sen to attend a series of three 2-day sessions
tolearn more about the implementation of
the state’s Early Intervention Program. The
review process of the applicants is important
to highlight, asit is done with very intentional
outcomes. Identifying leadership qualities, as
opposed to only accepting well-written appli-
cations, is akey factor that ensures a diverse
group of families are selected. These include a
strong commitment and willingness to work
on behalf of young children and their families,
the ability to communicate their thoughts and
ideas, their willingness and ability to collabo-
rate effectively with professional partners and
other family members, goals and a vision for
the EI system of services, and supports at the
local, state, and/or national levels.

In addition to adapting training to par-
ents of young children and ensuring diverse
representation among participants, the Early
Intervention Partners training staff is also
committed to a holistic “philosophy of sup-
port.” Identifying family support needs
begins by asking all families if they need addi-
tional support to attend the trainings. When
families indicate they need support they
begin a nonjudgmental discussion with staff
to determine specific supports including
special dietary or religious customs, transla-
tion assistance, or financial support for child
care or transportation. By asking all families
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if they have any support needs, families can
have their needs met and the training reaches
awider audience of families. Once Early
Intervention Partners graduates return to
their local community, some join their coun-
ty’s EI coordinating council; others apply to
join the state ICC.

Other states have contracts with programs
to provide leadership training and sup-
port to the parents on the state ICC. States
may contract with their Parent Training and
Information Centers or Parent-to-Parent
organizations to provide training, mentoring,
and leadership support. This support assists
families in establishing linkages directly with
statewide organizations that serve families
with children of all ages and all disabilities.
The goals of leadership training generally
are to assist families to gain the knowledge
necessary to understand the history of the
disability movement, to learn effective com-
munication skills necessary to share their
story (or the stories of others) for maximal
impact, to gain a better understanding of best
practices in services delivery, and to under-
stand current policy issues facing the EI
system in order to support collaboration with
professionals in the development of effective
policies at all levels of government.

Many states have expanded on the prac-
tice of merely providing families a seat on
the ICC. Some states have hired experi-
enced parents to provide parent support. In
Massachusetts, the Part C Lead Agency went
so far as to hire a parent as their Director
of Family Initiatives program which over-
sees two parent-led and parent run projects.
These projects work with families within the

EI system to encourage them to be involved
above and beyond their EI services and
support them along their journey. These pro-
grams serve as the Central Directory for EI as
the first point of contact for families and are
the parent-to-parent program for the state

as well. Anumber of states employ profes-
sional parents in a number of different roles
with the goal of ensuring meaningful par-

ent involvement in their EI program. These
family leaders may orient new parent mem-
bers of the ICC to the council, showing them
how to find the current state laws and regula-
tions or sharing the ICC’s past history. They
also may facilitate regular conference calls for
the ICC parents, creating an opportunity for
parents to ask questions or test out positions
prior to the ICC meeting. These conversa-
tions can assist parent representatives to
think about the implications of policies for all
families and to go beyond their own experi-
ences. For example, policies are experienced
differently by families who are enrolling their
biological children in EI than they are by fam-
ilies enrolling foster children and have still
different implications for families who are
hoping to reunite with children in foster care.
Parent representatives in their ICC role rep-
resent each of these families and raise their
concerns.

Another strategy is the establishment of
Family Leadership subcommittees on the
state ICC. Many state councils have family
leadership or family support subcommit-
tees. These subcommittees serve as a way to
enhance council parents’ opportunities to
communicate amongst themselves and with
other council members, develop their ideas
and agenda, and bring them to the awareness
of the council as a whole. A strategy some
of these committees use is to meet prior to
their ICC meeting, so that parent representa-
tives can complete their agenda and are then
available to serve on the other subcommit-
tees of their council, thus ensuring the parent
perspective is represented in those venues
as well. These committees can also develop
tools to assist families and professionals in
the field, providing tools such as checklists
for the transition process or handbooks out-
lining the procedural safeguards available to
families. They may hold forums to hear from
families about their experiences with EI or
to review draft documents. These meetings
can provide valuable opportunities to dis-
cuss issues that are specific to families and
can often include families who are not offi-
cially appointed to the ICC, but who can share
their experiences and help to shape policy
nonetheless.

Although many parents are professionals,
many more are volunteers. At the policy level,
travel and other expenses have increased
exponentially. Many states have used creative



ways to support families to attend ICC meet-
ings and relevant conferences, for example
providing mileage reimbursement, child care,
and stipends for missed employment time.

Parents at National Conferences

INCE THE INCEPTION of EI, family lead-

ers have taken advantage of state and

national gatherings to further their
skills. Because each state varies in its policies
and practices regarding the delivery of Part
C services, attendance at national confer-
ences offers parent leaders the opportunity
to enhance their skills by becoming familiar
with the variations in EI practice across the
country. Attending state and national con-
ferences also ensures that family leaders can
connect with one another and learn the most
up-to-date research, practices, and policies.
States with parents as professional staff often
travel with families to national conferences,
mentoring them during, for example, their
first national conference experiences, when
they might be uncertain as what to expect.
Mentoring can also assist families to under-
stand the context of what is possible within
their own state’s system. Because Part C of
IDEA allows states to determine which state
agency will act as Lead Agency, and because
each state determines its own definition of
eligibility for its system, it can be very helpful
for parents new to the ICC to have an expe-
rienced parent leader to explain why what
may be working for one state may have to be
reworked to “take it home” as a proposed pol-
icy change. In addition, professional staff
often have immediate access to support fund-
ing. For many parents out-of-pocket costs
and/or delays in reimbursement can pro-
hibit their participation. Families who may
not have credit cards or may not have enough
discretionary cash are challenged to meet
expenses and may be embarrassed to mention
these concerns; professional parent staff can
assist in navigating this issue, thus allowing
emerging family leaders from diverse back-
grounds to participate with dignity.

Many states have historically depended
on federal sources of funds to support family
leaders to attend state and national con-
ferences. In the early years of EI, the U.S.
Department of Education Office of Special
Education Programs provided funds to
the National Early Childhood Technical
Assistance System to ensure that each
state sent at least two parent leaders to
their national early childhood conference.
Most recently, Office of Special Education
Programs has placed the expectation on
states to use their own discretionary funds to
support the travel of Part C staff and parent
leaders to national conferences. The National
Early Childhood Technical Assistance System
(now a Technical Assistance Center) provides

alimited number of conference registration
fee waivers (this does not cover any pre- or
post-conference events) and one night’s stay
at the hotel for the 3-day conference at no
charge. Families who do not receive support
from their Part C program often apply to their
state or local Developmental Disabilities
Planning Council for grant assistance to
cover the travel costs, food, and other night’s
lodgings. Despite these specific resources,
support to families to attend national confer-
ences has decreased over the course of years,
and fewer states are supporting this practice.

A National Organization for Part C
Parents

HE EARLY INTERVENTION Family Alli-

ance (EIFA) was created by a group

of parents who served as members or
as chairs of state ICCs or who worked as staff
supporting family leadership activities. Ata
national early childhood conference in 2004,
agroup of parents sat down to discuss what
many saw as a growing absence of the fam-
ily voice in the development of EI policies
both within their states and in particular at
the national level. In the past, it was the role
of the FICC to represent the family perspec-
tive at the federal level, and FICC parents
produced a number of products and other
supports (e.g., family participation bench-
marks) to ensure this took place. Once the
FICC was eliminated by changes to the IDEA
in 2004, this representation was no longer
occurring.

These concerned parents also identified
an emerging divide between families who were
volunteering their time to support Part C EI
and those who were in a professional role.
(This division involved both family represen-
tatives and professional parents on their state
ICCs as well as other roles.) The group had
many discussions and in 2007 created a not-
for-profit organization, the EIFA, made up
equally of parents who volunteered on behalf
of Part C in their state and parents in paid
professional positions (such as parents who
are also EI therapists, service coordinators,
educators, etc.).

The EIFA is financed by organizational,
professional, and family memberships, as
well as by funding from the Beach Center
and the IDEA Infant Toddler Coordinators
Association. There are currently members
from 25 states. EIFA has developed policy
briefs critiquing proposed IDEA legislation
and regulations from the family viewpoint,
identified promising policies to support fam-
ily leadership activities, and produced white
papers including Setting the Stage for Meaningful
Family Involvement (EIFA, 2007b). EIFA also
developed the A Conference at a Glance (2007a)
tool to assist families when they are planning
to attend a statewide or national conference.

As families learn about their rights, they
can be better advocates for their own
child and family.

This support document covers everything
from questions to consider prior to the attend-
ing an event, to ways to prepare for the event,
and suggestions to bring back to the state ICC
upon returning home.

More recently, EIFA informs its mem-
bership of emerging issues at the national
level through conference calls and email
correspondence. Through collaboration
with the IDEA Infant Toddler Coordinators
Association, the EIFA provides regular
Washington Updates to its membership.
This enables the membership to under-
stand what is happening in Washington, DC,

]
Learn More

EARLY INTERVENTION FAMILY ALLIANCE
www.eifamilyalliance.org

The Early Intervention Family Alliance is a
national group of familyleaders dedicated to
improving outcomes for infants and toddlers
with disabilities and their families. The EIFA
works to ensure meaningful family involvement
in the development of Part C policies and their
implementation at community, state, and
federal levels.

TA ALLIANCE FOR PARENT CENTERS
www.taalliance.ovg[ptidirectory/index.asp
Funded through the U.S. Department of
Education under the Individuals With
Disabilities Education Act (IDEA) to provide
information and training to parents of children
with disabilities. Every state has at least one
Parent Center, and those with large populations
may have more.
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and how changes to laws, regulations, and
funding mechanisms will have an impact on
ELEIFA members provided comments for
the U.S. Department of Education “listening
tours” in 2010 and are considering comments
to be made when the IDEA reauthorization
takes place. In a specific state-level example,
in Massachusetts family advocates gener-
ated 90% of the comments submitted in
public hearings about changes in financing
for EI services. Asin other areas of disabil-

ity policy, parents and family members have
consistently taken the lead in advocating for
improvements and best practices in disability
services and supports, and this remains the
casein EI atall levels.

Conclusion

EPRESENTING THE PARENT perspec-
Rtive in the continuing operation of
Elservices requires diligence on the

part of family leadership and vigilance to
ensure ongoing and meaningful engagement
of families in all levels of policy and advocacy.
Because EI serves only the youngest children
and families are only involved in the system
for their child’s first 3 years, there is ongoing
turnover of families.

Growing the parent network is critical
to making sure that every family, profes-
sional, and state system receives information
about emerging issues that affect the EI sys-
tem within the state and on the national level.
Supporting emerging parent leaders and help-
ing them to be strong systems advocates must
be continued. New advocacyis needed to
respond to the changing face of EI and family
support services as awhole. There is consid-
erable literature historically about the role of
parents and family members in early childhood
development, but there remains a relative
dearth of current research on the role of fam-
ilies in early education particularly in regards
to the family perspective in policy and legis-
lative functions. Given the recent emphases
emerging in the field on child and family out-
comes, this area of investigation would be of
particular importance regarding the efficacy of
current and proposed practices around family

involvement. This is an example of a philoso-
phy that is generally accepted as best practice
within the field, but lacks up-to-date datain
support of the belief that family involvement
atalllevels of EI policy and practice leads to
better systemic outcomes.

Many families stand ready to step up in
support of the services their family and other
families benefitted from. Numerous known
and certainly some yet unknown challenges
await the field in regard to the provision of
high-quality EI services toall children in order
they be best prepared for their entry into the
education system and beyond. All programs
serving families of infants and toddlers should
adhere to the Principles of Family Involvement
(Smith & Hansen, 1998) to strengthen the
family perspective in program design, imple-
mentation, and accountability. Meaningfully
engaging families in federal and state pol-
icy development, providing parents with
knowledge and advocacy skills, and gathering
evidence to support the efficacy of parent-
professional partnerships would ready the field
to successfully meet these challenges. §

MARK A. SMITH, MS, is the parent of a son

who graduated from EI services. He is currently
employed as the individual and family program
coordinator at the Munroe-Meyer Institute for
Genetics and Rehabilitation at the University of
Nebraska Medical Center. Among his duties there
is serving as a technical advisor to the Nebraska
EI program, the Early Development Network. He
formerly served as the vice-chair of the Nebraska
Interagency Coordinating Council and as com-
mittee chairperson for the Family Empowerment
subcommittee of the Federal Interagency
Coordinating Council, and is a founding member
of the Early Intervention Family Alliance (EIFA).

DARLA GUNDLER {5 the parent of a daugh-

ter who received EI services. She currently serves
as the divector of the Early Intervention Parent
Leadership Project and as technical advisor to
the state Interagency Coordinating Council for
the Massachusetts Department of Public Health.
In her roles, she works to inform families about

the variety of opportunities to actively participate
within the EI system: at the local program, within
their geographic vegion, and at the statewide level.
The Project produces a newsletter, “The Parent
Perspective,” five times a year which is distributed
to more than 5,000 families within Massachusetts.
She previously served as a parent representa-

tive for Massachusetts Interagency Coordinating
Council and is a founding member of the EIFA.

MAUREEN CASEY, MA, is the parent of 12-year-old
graduate of EI services. She curvently works design-
ing and delivering online training and content on the
EI programin New York State to families across the
state. She is working at the Just Kids Foundation as
a curriculum designer developing an online curric-
ulum and learning community for families enrolled
in the New York State Early Intervention Program.
She also worked in other projects around parent
and professional training on leadership, natural
environments, functional outcomes, and family sup-
portin EL She served as vice-chair of the New York
State Early Intervention Interagency Coordinating
Council and as the New York State Family Voices
Coordinator. She currently serves as the chaivper-
son of the Arizona State Interagency Coordinating
Council and as co-coordinator of the Arizona
Chapter of Family Voices, and is also a founding
member of the EIFA.

TALINA JONES is the parent of a 6-year-old boy
with Down syndrome who has graduated from

EI services. Sheis currently a trainer on the Early
Intervention Partners Training Project, spon-
sored by the New York State Department of Health.
This leadership project assists families envolled

in the EI to develop their advocacy skills on behalf
of their child and the EI system and to under-
stand the historical underpinnings of the disability
movement and the critical role of parents. She is
currently vice chair of the New York State Early
Intervention Coordinating Council, a member of
the Reimbursement Advisory Panel and the Group
Developmental Workgroup for the EICC. Talina

is a board member of New York State Parent to
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Changing What You Know and Do

The Parent—Child Psychotherapy Program

BETTY ANN KAPLAN
JAMES VENZA

Reginald S. Lourie Center for Infants and Young Children

Rockville, Maryland

If you’re happy and you know it, clap your hands (clap, clap). If you’re happy and you know
it, clap your hands (clap, clap). If you’re happy and you know it, then your face will surely
show it, if you’re happy and you know it, clap your hands! (clap, clap)

Carmen’s round young face beamed and her eyes shone brightly. She clapped her hands and
smiled with delight. She was happy, and her body knew it! How old she was in that moment was
unclear. This 22-year-old woman, a Latina immigrant from El Salvador and mother of two was
herself, momentarily, a young child. Her face mirrored the expression on the face of her little boy,
3-year-old Matteo who, safely seated in the lap of the therapist across the welcome circle, gazed at
her with a parallel delight.

Matteo had been removed from his mother’s care 1 year earlier because of medical neglect.
Diagnosed in infancy with failure to thrive, he was dangerously malnourished. Carmen and her
family had been under the anxious scrutiny of doctors and nurses, social workers, developmen-
tal specialists, and the court. In an effort to keep Matteo adequately nourished and cared for by his
mother and developmentally on course, a team of in-home therapists worked with Carmen and
Matteo. He was intubated and received food through a feeding tube, the mechanics of which Carmen
could not or would not master. She was unable to feed Matteo. She responded to her feelings of help-
lessness and shame by withdrawing from her son and angrily rejecting the help that was offered to
her. Matteo did not thrive and she felt herself to be a failure. The moments that Matteo and Carmen
shared in those days were anything but happy . . . and she knew it.

The Parent-Child Psychotherapy

Program are insecure or, with trauma present, often

ing models of attachment relationships that

HE PARENT—CHILD PSYCHOTHERAPY
I Program (PPP) is a multifamily group

intervention model designed to serve
disadvantaged families with multiple and
complex risk factors for intergenerational
patterns of abuse, neglect, and attach-
ment disorganization. The risk factors these
parents face include: environmental and psy-
chosocial stressors of poverty, employment
pressure, acculturation stress, and unsafe
neighborhoods. Internal risk factors also
present real challenges to parents—
specifically, the lasting effects of negative
early childhood experiences and trauma.
Cumulative and negative early childhood
experiences develop into internal work-

disorganized. These internal risk factors pow-
erfully predict the quality of parent—child
relationships and negative long-term devel-
opmental outcomes for children (Solomon &
George,1999).

When a child comes into the world with
medical or constitutional difficulties, such as
prematurity; regulatory problems related to
sensory processing; and concomitant chal-
lenges with sleep, feeding, or self-soothing,
aparent with limited external or internal
resources is severely challenged. Under con-
sistently overwhelming stress, parents go
towhat they know. They often show in their
behaviors what they themselves experienced
as children at the hands of their own parents.

This continuity of parenting has clear support
in the research (Sroufe, Egeland, Carlson, &
Collins, 2005). With alarming predictability,
parents enact patterns of abuse and neglect in
their own families and need the protection of
Child Welfare Services. This troubled road led
Carmen and her children, and other families
like hers, to the PPP at the Reginald S. Lourie

Abstract

The Parent-Child Psychotherapy
Program (PPP) is a multifamily group
therapy intervention for parents

and young children at high risk for
intergenerational patterns of neglect,
abuse, and disorganized attachment.
A “developmental and experiential
model” that incorporates principles of
attachment theory, the PPP addresses
parent and child needs simultaneously
in the context of structured activities,
free play, and separate parent- and
child-only groups. Therapeutic
objectives aim to shift parents’ internal
working models of relationship toward
increasing attachment security, to
change parent-child behaviors to
promote safety and exploration, to
build a foundation for parent-therapist
collaboration, and to propel children’s
healthy development in a safe,
predictable, and emotionally attuned
environment. The authors present

the history of the PPP, its underlying
assumptions, and specific interventions
with a family.
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Parents must be understood and nurtured before they can understand and nurture

their children.

Center for Infants and Young Children by
way of Child Welfare Services, Montgomery
County Infants and Toddlers Program, and
other community referral sources.

The Lourie Center has long been a leader
in early intervention programs supporting
infants, young children, and families,
especially those at high risk for abuse and
neglect. The Center originated in the 1980s
as aresult of a National Institutes of Health
grant-supported collaboration amonga
stellar multidisciplinary group of research-
minded clinicians including Reginald
Lourie, Stanley Greenspan, Serena Weider,
T. Berry Brazelton, Bob and Amy Nover,
Alicia Lieberman, and Mary Robinson
(Greenspan etal., 1987). The PPP grew
out of this collaboration and shared many
assumptions and methods with infant-
parent psychotherapy programs developing
throughout the country (Nathanson, Craft,
Williams, Castellan, & West, 1991). With
strong ties to psychoanalytic object relations
theory (Fraiberg, Adelson, & Shapiro,

1975; Lieberman, Padron, Van Horn, &
Harris, 2005) and influenced by research

in developmental psychology—notably,
infant development (Brazelton, Koslowski,
& Main, 1974)—this team pioneered efforts
in early intervention and became a model
for the mental health community (DeGangi
& Poisson, 1991; Greenspan, DeGangi, &
Wieder, 2001). At the time that John Bowlby’s
paradigm-changing theory of attachment
(Ainsworth, Blehar, Waters, & Wall, 1978;
Bowlby, 1969/1982) was debated in the
institutes and universities in the United
States and abroad, clinicians in the field of
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infant mental health recognized the critical
importance of the mother-infant relationship
and its potential for supporting robust,
healthy child development (Hesse & Main,
2000; Main, Kaplan, & Cassidy, 1985; Zeanah
& Boris, 2000). Currently, the proliferation
of early intervention programs and models of
attachment-focused psychotherapy (Berlin,
Zeanah, & Lieberman, 2008; Steele, Murphy,
& Steele, 2010) attests to the assumption
that a strong and secure parent-child
relationship is the best predictor of a child’s
developmental success.

The PPP model is based on the philosophy
that for adults to be able to parent in caring
and nurturing ways they need to have actually
experienced a caring and nurturing relation-
ship at some point in their development.
Parents must be understood and nurtured
before they can understand and nurture their
children.

The PPP is designed to shift parent and
child behavior in the direction of increasing
attachment security and emotional attun-
ement. Ultimately, both parents and children
develop internal working models of relation-
ship characterized by safety, responsiveness,
mutuality, and mastery. The PPP addresses
change along three basic therapeutic dimen-
sions: parents’ internal working models,
parenting behaviors, and the parents’ rela-
tionship with therapists (Berlin et al., 2008).
In addition, the PPP views the child as an
active contributor to change and supports
the child’s response to a parent that is appro-
priate to the child’s stage of development.
The overarching goal of the PPP is to pro-
vide both the “safe haven” and the “secure

base” (Marvin, Cooper, Hoffman, & Powell,
2002) from which both parents and children
can grow. To advance this goal, the PPP uses
an experiential and developmental model of
intervention. Parents and children are simul-
taneously supported at their respective social
and emotional levels within the context of
the parent-child relationship. In a group con-
text, parents and children with similar needs
observe, interact with, and support each
other. The group experience places parents’
challenges within an increasingly norma-

tive context where progress and gains are
celebrated.

Assumptions and Rationale of the PPP
Model

Assumption 1: Early intervention that
simultaneously works with the parent and
childis crucial in preventing patterns of abuse,
neglect, and attachment disorganization.

Rationale: Families coping with intergen-
erational neglect and abuse require intensive,
comprehensive intervention to transform
cycles of loss and violence. Parents who
struggle with abuse or neglect neither recog-
nize nor respond to their child’s emotional
needs in the moment, especially under stress
when their own attachment pattern is acti-
vated. The PPP model simultaneously works
to support the development of parents and
children individually and within parent-child
interactions. Increased parental emotional
availability and attunement to their chil-
dren and their children’s positive responses
lead to greater security of attachment. The
parent and child’s sharing of playful experi-
ences during free play, structured play, and
mealtime provides fertile ground for chang-
ing negative patterns of parent-child relating.
As a parent becomes more responsive and in
tune with a child, he becomes better able to
take pleasure in the child’s development, to
understand and eventually to reflect on the
meaning of a child’s behavior in the context of
development, and to enjoy his child. The PPP
provides opportunities for parents to pause,
look, listen, and think about their child’s
experience before responding.

Assumption 2: Parental self-esteem
increases as parents experience safe and
reciprocal interactions with their children.

Rationale: A parent’s self-esteem is, in
part, areflection of her representation of
herself within past intimate relationships.
Parents who have experienced emotional
pain and loss, or trauma in a primary relation-
ship with their own parent, translate their
assumptions of rejection, abandonment, or
hurt to their current relationships with their
own children. On the basis of past history,
parents may distance themselves, distort and
confuse their child’s communications, or
even make preemptive attacks to avoid the



anticipated pain of intimate relationships.
Experiencing success in her relationship
with her child, a parent can repair her own
emotional pain and construct an alternate,
positive representation of herself as a parent.
As a parent recognizes her own contribu-
tions to the child’s behavior, she can take
pride in promoting the child’s development.
Successful parenting then enhances and per-
petuates parental self-esteem.

Assumption 3: Parents must experience
the pleasure of small successes ona con-
crete level before being able to shift to a more
abstract level of pride and pleasure in their
child.

Rationale: In this experiential model,
parents are encouraged to practice new
behaviors. Parents learn how to read their
child’s cues and praise their “good” behavior
as well as how to set firm and effective limits.
Parents experience the success of organiz-
ing their child’s behavior through consistent,
predictable family routines. Parents feel more
regulated, effective, pleased with compe-
tency, and they become increasingly able to
think about their child and take satisfaction
in their child’s accomplishments. Over time,
parents appreciate that their children’s inten-
tions, feelings, and behaviors are different
from their own.

Assumption 4: Providing early interven-
tion to children in high-risk families helps to
buffer them from the ongoing family disorga-
nization and environmental challenges that
they face.

Rationale: Parents may have deeply
entrenched psychosocial difficulties that
require long-term treatment. Early inter-
vention iskey to support children’s
social-emotional development and reduce
the probability of poor developmental out-
comes. Within the group format, children have
the opportunity to form more secure relation-
ships with staff and parents. The group process
provides a safe, predictable environment in
which a child can learn more cooperative and
collaborative behaviors. Competent social
interaction with peers and adults is modeled.
New relationship experiences based on safety
and support help alter a child’s expectations
and behavior and shift his developmental tra-
jectoryin amore positive direction.

Assumption 5: A group experiential
model is more effective than individual
psychotherapy for most parents with disorga-
nized attachments and histories of abuse and
neglect.

Rationale: A safe, well-regulated group
format with multiple staff for parents and
children represents a goodness-of-fit expe-
rience for individuals with attachment
disorganization. The model creates a less
threatening or intimate interpersonal atmo-
sphere designed not to activate attachment

Early intervention is key to supporting children’s social-emotional development and
reducing the probability of poor developmental outcomes.

needs that may lead to disorganization in
traumatized parents and children. The pres-
sure for individual members to interact is
greatly reduced in a group of six or more
adults, compared with individual psychother-
apy. With multiple staff members, parents
canreveal differing parts of their emotional
experience to different staff, thereby protect-
ing the fragile sense of self that many parents
struggle with. Over time, parents come to
trust the group process as well as to develop
specific relationships with individual staff.
With the consistency and predictability of
these interactions, parents become more
ready for individual or dyadic therapy.

Assumption 6: In high-risk families, par-
ents need to be positively nurtured and
supported.

Rationale: Parents with traumatic and
disorganized attachment histories view the
role of parent negatively. They frequently
experience their child’s behaviors as reject-
ing, abandoning, or attacking, on the basis
of their own internal working models of
relationship. The group model effectively
counters this ambivalence by identifying and
reinforcing the critical role of each parent and
the specialness of each parent—child dyad.

Assumption 7: Parents need to experi-
ence and practice verbal means to express
themselves.

Rationale: Many parents who partici-
pate in the PPP lack the experience of putting
thoughts and feelings into a verbal mode.
Instead, feelings and thoughts are commu-
nicated through action alone. As children,
thoughts and feelings were typically met

with dismissal, rejection, or abuse. The group
demonstrates an attitude of curiosity and
agenuine interest in hearing what a parent
needs, wants, thinks, or feels. Staff mem-
bers accomplish this task by incorporating
parents’ feelings and ideas into the group,
whether by adding a new song, anew dance,
or anew activity.

Assumption 8: High-risk parents benefit
from learning how to play with their children.

Rationale: Many parents lack the expe-
rience of playing in a safe context. Early
experiences of abuse and neglect leave par-
ents tense, startle-prone, and wary. Ambiguity
is met with suspicion and negative interpreta-
tion. Parents cannot be expected to understand
or take pleasure in their child’s play when they
have not had a parallel experience. In the PPP,
parents are encouraged and admired as they
playwith their children. At times, parents sus-
pend their role as parent and get lost in the
play and get immersed in spontaneous joy
and delight. With repeated experiences, par-
ents assume the parent role and now enter
their child’s play in a nondirective manner and
experience the gratification of competently
supporting their child’s play in a safe environ-
ment, both physically and emotionally.

Inside the PPP

TYPICAL PPP GROUP ranges in size

from four to six families with 5-8

children. The staff-client ratio is low
so that safety is ensured and children and
adults can experience individualized atten-
tion along with group activities. Parents are
encouraged to bring children 4 years old or
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As a parent becomes more responsive and in tune with a child, he becomes better able
to take pleasure in the child’s development.

younger who are not enrolled in preschool
programs. Staff consists of mental health pro-
fessionals including psychologists, social
workers, and graduate trainees. The groups
are either English- or Spanish-speaking, and
atleast two bilingual therapists participate in
groups that include families in which English
isa second language. Groups generally last 9o
minutes and are divided into two segments.
The first segment includes joint parent—child
activities, and the second part consists of
“parent-only” and “child-only” groups. The
group is organized in the following manner.

Welcome circle: Children and parents
sing songs together and take turns learning
new ways to recognize and value each other.
Children and parents are individually recog-
nized, and cultural differences are expressed
and celebrated.

Arts and crafts projects: These projects
are specially designed as developmental
opportunities to support parent—child
interactions around exploration and self-
expression. In the initial stage of a group,
parents often focus on completing their own
projects and are encouraged and supported
by staff. Over time, parents shift their focus
to support their children’s exploration and
mastery. Parents are consistently oriented
toward reading and responding to their
child’s cues, whether for help or for praise.
The focus of this phase is the process and
quality of working together.

Parent-child free play: This phase serves
to help parents practice their looking, listen-
ing, and reflecting skills alongside a therapist.
Parents also experience what it is like to fol-
low the child’s lead, elaborate the child’s play
through positive structuring, more accurately
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read changes in their child, and register how
the child’s behavior affects their own thinking
and feeling. Staff members model these skills
during direct or indirect support of the child.

Mealtime: A healthy snack is prepared by
the staff to concretely nurture parents and
children. Positive family routines are devel-
oped with the idea that mealtimes can be an
enjoyable social event.

Separation: The parent group and the
child group meet in different rooms. Parents
have the opportunity to share observations
and concerns that affect their ability to care
for their child in a supportive context with
other parents facilitated by staff. They also
explore how their own childhood and par-
ents affect their ways of thinking, feeling,
and behaving today. The children’s group
takes place in the familiar room. They have a
safe, emotionally responsive context to prac-
tice new skills, develop peer relationships,
and practice with staff safe separations and
reunions with their parents.

Reunification: Positive reunification
between parents and children is supported. In
the closing good-bye circle, each parent and
child is again recognized and valued. The next
meeting is anticipated and discussed. This
routine provides for emotional regulation of
both parents and children as they transition
out of the group to meet the day.

Specific Interventions: One Family’s
Participation

The PPP implements carefully designed
interventions that address the unique needs
of each family in the group. Below we illus-
trate the use of these interventions with a
very special mother and her children.

1. The intake process is abbreviated to pro-
vide an immediate and positive experience
of the group process. After an initial meet-
ing with a parent, a “mini-PPP” session
isheld to introduce the parent and child
to the group routine and alleviate anxi-
ety about therapy services. Because many
families are referred from Child Protective
Services, a deliberate uncoupling of the
courts and social service agencies from the
PPP is made to emphasize confidential-
ityand promote trust. The tone is positive,
nonintrusive, and reinforcing. The family is
invited back to meet with other parents the
following week or as soon as possible.

Carmen was deeply suspicious of the group
program. PPPwas court ordered, and her
initial perception of participation was, “OK,
one more thing to get my kid back home.” In
other words, there was nothing in it for her.
The mini-PPP surprised her. Two clinicians,
one fully bilingual, welcomed her and her two
children with understanding and apprecia-
tion. She was invited to share a song in her
own language that the clinicians learned.

N

. The program provides a safe, predictable
environment for children and their parents.
Staff is trained from an attachment per-
spective to be sensitive and responsive and
to provide structure, routines, and posi-
tive limit setting. They provide the external
structure that parents may need when their
internal controls are threatened by height-
ened emotional states. These measures
give families a sense of safety; parents know
that staff will not let them lose control and
act out scary or angry feelings by hurting
themselves or others. The routines of the
group are predictable.

Week after week, Carmen and her chil-
dren could expect that their needs for safety
and security would be met. Whereas Matteo
was preoccupied with his mother’s states of
mind, his little brother Jose, 18 months-old,
was disorganized and oppositional. He had lit-
tle experience with nonpunitive limit setting or
a sensitive response to his behavior. Initially,
Jose refused to join the group; he ran away and
crawled under the table, his eyes wide and his
thumb firmly inserted in his mouth. Carmen
was embarrassed and angry. She raised her
voice and physically threatened him if he didn’t
behave. While one clinician sat quietly near
Jose, another labeled Jose’s behavior as timid
and frightened, stating calmly, “new peo-
pleand places can be scary.” Staff encouraged
Carmen to let him settle down and allow him to
decide when he felt it was safe to join the group.
Although she too was uncertain of whom she
could trust, the familiar routine and reassuring
response of the clinicians allowed her to partici-
pate and let the group activity help regulate her
own anxiety.



3. The staff provides nurturing to par-

ents on both a concrete and a verbal
level. Concrete nurturing means provid-
ing support at an observable or physical
level, such as greeting with a smile, offer-
ing an affectionate pat, or sharing food.
Verbal and gestural communications are
made through clear facial expressions

or intonations that convey appreciation,
understanding, and care.

Because feeding had been such a difficult
problem between Carmen and Matteo, the
staff was especially sensitive around taking
over Carmen’s role during snack times. The
mothers in the group spontaneously decided
to bring their own contributions on occasion.
When Carmen showed up with a flan one
morning, she was admired and appreciated
for the delicious treat. Matteo and Jose shared
their mother’s pride and showed it by clean-
ing their bowls!

4. The staff protects the parent or child when
heisin pain or danger. For a parent, this
may mean individualized attention to
allow a parent to express distress over a
negative interaction with his child. For the
child, this may mean staffers substitute
for a parent who is nonreactive to a child’s
needs or puts limits on an overly reac-
tive parent behavior. The staff may need
to comfort a child who is in significant
distress, even if the parent objects and is
overwhelmed by his own internal distress.
A staff member verbally acknowledges a
parent’s wish and states clearly that the
child’s emotional needs are critical in the
moment. Another staff member closes the
circle with the parent to be sure that he
feels heard and validated.

Matteo often expressed his anxiety when
Carmen would ready herself to leave for the
parents’ portion of the group. Standing rig-
idly with a “hangdog” expression, Carmen
would push Matteo away and admonish him
to act like a “big boy.” Staff would speak to
Carmen’s belief that self-sufficiency was nec-
essary for survival while labeling Matteo’s
need in that moment for the reassurance that
she would return.

5. The staff provides parallel treatment
to support the child and the parent’s
emotional development. Most parents who
participate in the PPP are struggling with
emotional issues similar to those of their
child, such as feeling protected and safe
and asserting one’s own autonomy. Staff
encourages both children and parents to
assert their needs verbally and gesturally.
Staff creates a safe environment for
thoughts, feelings, and behaviors.

Carmen struggled in the parent group
with her own ambivalence with dependence.

During the Parent Child Psychotherapy Program at the Lourie Center, the parent and
child’s sharing of playful experiences provides fertile ground for changing negative
patterns of parent-child relating.

Having traumatically lost her mother as a
young child and having been raised in an
exploitative and abusive adult environ-
ment, Carmen learned early that her survival
depended on her ability to take care of her-
self. Theidea of depending on other people
was visky at best and, more often, resonated
with her own experiences of danger and help-
lessness. In the parent group, Carmen began
to test out her thoughts and feelings. After she
was reunified with her child and her partici-
pation in the PPP was no longer “required,”
she allowed the staff and other mothers to lis-
ten to her uncertainty and to support her
desire to continue in the group. She was
beginning to develop a belief that perhaps she
and her children could have needs that could
be met in reliable ways.

6. The staff makes direct verbal connec-

tions between the child’s feeling states
and those of the parent. At times, a child
may give voice to a parent’s unexpressed
feelings through action. At other times,
the parent may interpret a child’s behav-
ior as though it were a projection of what
she was thinking or feeling. Staff will draw
the boundary and put words to what each
member of the dyad may be experiencing.
Carmen had difficulty expressing her
anger and frustration with the staff directly.
Sometimes she would be a “no-show” at
the group. At other times, she would say
things like, “Matteo is mad at you today,” or
“Matteo was so mad at Ms. S. (caseworker)
who made him late today.” Staff might say
something like, “I know it’s hard for you,

Carmen, to feel angry and to tell us about it.
I think you are actually angry because we
missed group last week or at having to wait
today for the cab, and not Matteo. It’s okay
to feel angry and to tell us in words.” As time
went on, staff could identify sad feelings in
Matteo and wonder whether maybe Carmen
might be feeling sad about something, too.

7. Staff supports both the parent and the

child when the child protests with anger
or sadness. Many parents have difficulty
allowing a child to feel or express strong
emotions. When this occurs, one staff
member is responsive and supportive

of the child while another helps the par-
ent to tolerate a display of an emotional
need (within safe limits) and to wonder
about its meaning. Parents who have not
had responsive and containing emotional
experiences as children are supported and
praised for accomplishing the difficult
task of differentiating their own experi-
ence from that of their child.

Over time, both Matteo and Jose had trou-
ble leaving the group. Matteo would rock in
his chair with a stubborn grimace, and lit-
tle Jose would race around the room, evading
attempts to physically contain him. Progress
was clear when Carmen would shake her
head sadly and state, “They’re mad, they just
don’t want to leave.” Staff now reinforced
her ability to think about their feelings and
behavior and say to her, “It’s so good that you
can understand how they are feeling, because
you know how hard it is to leave.”
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8. The staff helps parents to read their chil-
dren’s cues. Talking through the child is
atechnique used to highlight the mean-
ing of a child’s behavior and putitintoa
developmental context. Talking through
the child focuses on the child’s experience
rather than on what is right or wrong.

Staff speaking for Matteo would say to
Carmen, “I feel sure you will come back soon.
I can wave and say good-bye and play with
my friends. See you later, Mom!”

9. Staff label the child’s and the parent’s
feelings.

To Jose, who frequently acted on his anger,
staff might say, “You are telling me you are
mad when you kick walls and slam doors,”
or to Carmen, “By your silence today, you
are telling us how angry you are for hav-
ing to wait so long to be called back on the
telephone.”

10. Staff helps parents separate their needs
from their child’s and identify the mean-
ing of their own behavior.

In the presence of Carmen’s withdrawal,
a staff member said to Jose, “Your mom
isn’t coming over to you because she has
some grown-up worries and not because
you did something wrong.”

11. Staff members reframe disparaging
parental comments about their child’s
personality or needs. When a parent
labels his child as “stubborn,” staff may
tell the parent “your child is very deter-
mined and doesn’t give up easily.”

Because of developmental delays, Jose
had difficulty expressing himself ver-
bally. He avoided eye contact, stammered,
or even struck out in frustration when
the words did not come. At times, Carmen
expressed her frustration by labeling him a
“bebe” (baby) or even a “bobo” (silly boy).”
Staff countered with, “Carmen, Jose has so

much he wants to say, he can’t say things
fast enough,” or “He’s learning not one, but
two languages. What a smart boy he is!”

Conclusion

‘ ‘ I F YOU’RE SAD and you know it, cry boo

hoo. Ifyou’re sad and you know it, cry

boo hoo. Ifyou’re sad and you know
it, then your face will surely show it, if you’re sad
and you know it, cry boo hoo. Boo hoo!”

Carmen, Matteo, and Jose stayed with the

PPP group for 8 months, including 2 months
of voluntary participation. Matteo returned to
live at home with his family. The children were
headed to preschool, with Matteo entering the
specialized Preschool Education Program
in the coming months. There was hope that
Carmen would return to the Center in the fall.
Perhaps she and her children could benefit from
a move intensive therapeutic intervention, but
Carmen was determined to be “independent,”
and she still had deep ambivalence around
relationships. The experience that she and the
children had during their time in the group had
been predictable, safe, and nurturing. It was
not dangerous to express feelings and thoughts.
On the contrary, Carmen experienced being
a parent who could take pleasure in herself
and her children and discovered new ways of
understanding and vesponding to their behav-
ior. The groundwork was laid for more secure
parent—child relationships and the hope for bet-
ter outcomes for both mother and children. All
attachments by definition are reciprocal, and
the staff certainly cared and would miss this
family. They were sad to say good-bye, but they
were also secure in the knowledge that Carmen
would hold the Lourie Center in her mind, and
if she or the children needed to, they would
return. §
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n the field of early childhood, it is often said that early
experience matters, meaning that along with biological and
genetic influences, a baby’s relationships, environment, and
everyday interactions have a very significant influence on
the architecture—the sturdy or fragile foundation—of the

developing brain. In the years since the Part C Early Intervention

Program of the federal Individuals With Disabilities Education
Act (IDEA, 2004) was first enacted, science has significantly enhanced
early childhood professionals’ knowledge of child development and
how they can best support the health, mental health, development, and
learning of infants and toddlers. Although infants and toddlers grow and
develop at different rates, most follow a predictable path and walk, talk,
and learn in predictable ways. For others, development unfolds slowly,
or in an atypical fashion, or sometimes does not progress beyond the
first months and years. For these infants with a developmental delay
or disability, intervening early can make all the difference in the world.
Early intervention enhances the capacity of families to promote the
best possible developmental outcomes in their children and reduces the
need for more intensive and costly special education services later in
life. Early intervention works. In fact, some young children who receive
early intervention may not need any additional services after the first
few years and others may need services of less intensity. The Part C Early
Intervention Program is the major vehicle to make sure this happens.

The phrase early experience matters
provides a useful way to think about the
development of the Part C program. Just as
the early years of a child’s development
create the architecture of brain connections,
the early years following enactment of fed-
eral Part C legislation was foundational to the
growth that must now occur. When enacted
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in 1986, P.L. 99-457—the legislation that
created the early intervention program now
known as Part C—provided a structure for
comprehensive statewide early intervention
services (see box What Is Part C). However,
as professionals plan for the next reauthoriza-
tion of Part C they must now take advantage
of policy opportunities to make renovations

and secure adequate and sustainable financ-
ing to ensure future success for all children
with disabilities and their families.

In this article, we explore current issues
that challenge Part C and outline some policy
questions that can help begin conversations
about what changes should be made to
reinforce the foundations of Part C and assist

Abstract

Just as the early years of a child’s
development create the architecture
for future brain growth, early
implementation of federal Part C
legislation laid the groundwork for

a system of supports for families of
infants and toddlers with disabilities.
Some aspects of the current legislation
provide a sturdy foundation for sound
policies and effective practice. In other
areas, the legislative foundation needs
improvement. The 25th anniversary

of Part C and the upcoming
reauthorization of the program offer
opportunities to consider changes

to current federal legislation. This
article explores issues challenging
Part C implementation, and identifies
policy areas that can be considered as
reauthorization conversations begin.



WHAT IS PARTC?

Part C authorizes and provides federal
assistance for states to maintain and
implement statewide systems of early
intervention services for eligible children,
from birth to 2 years old, and their families.
Part Cis a discretionary program, which
means that states may choose to
participate or not. If they do participate,
they must fully implement the statutory
requirements of the law.

All states and eligible jurisdictions are
currently participating in the Part C
program. Each state receives annual
funding under this legislation on the basis
of the number of children less than 3 years
of age in its population. Under Part C,
states and jurisdictions must provide early
intervention services to any child (and the
child’s family) who'is less than 3 and who
is experiencing developmental delays or
has a diagnosed physical or mental
condition that has a high probability of
resulting in a developmental delay. In
addition, states may also choose to provide
services for infants and toddlers who are
“at risk" for serious developmental
problems, defined by circumstances
(including biological or environmental
conditions or both) that will seriously
affect the child’'s development unless
interventions are provided.

Under the current law, Congress must
periodically review and reauthorize Parts C
and D of IDEA (usually every 5 years) to
ensure the continuation of their programs
and services. Part B, the section of the
legislation that authorizes special
education and related services for children
3 through 21 years old, is authorized
permanently.

in ensuring a stronger, more effective system
of supports for families of infants and toddlers
with disabilities. These policy questions

could lead to renovations that would improve
quality, strengthen systems, and create a
qualified and sufficient workforce to provide
services. We conclude with suggestions for
what individuals can do to become more
involved in improving federal, state, and local
early intervention policy.

Background
ONGRESS ESTABLISHED PART C (origi-
‘ nally known as “Part H”) of IDEA in
1986 under P.L. 99-457 to respond to
“an urgent and substantial need” to:

e Enhance the development of infants and
toddlers with disabilities;

A baby’s relationships, environment, and everyday interactions have a significant
influence on the architecture of the developing brain.

e Reduce educational costs by minimizing
the need for special education through
early intervention;

e Minimize the likelihood of
institutionalization, and maximize
independent living; and

e Enhance the capacity of families to meet
their child’s needs (IDEA, 2004).

Prior to the passage of P.L. 99-457, there
were no entitlements to services for infants
and toddlers with disabilities. Part C’s highest
achievement in its 25 years of existence
has been using a relatively small amount
of federal funding toleverage a system for
addressing the needs of infants and toddlers
with disabilities and their families in every
state and eligible jurisdiction. Over the past
10 years, as the national fiscal crisis grew,
some states have considered not participating
in the program. During the most recent
economic downturn, it was reported that nine
states discussed dropping out of the federal
program. Although no states have actually
dropped out since Part C was enacted, the
number of states actively discussing this
possibility is an indicator of state budget
deficits, insufficient federal fiscal support,and
areaction to increasing federal requirements
without adequate federal investments in this
important program.

Asthisarticle went to press, all states
and six additional eligible jurisdictions are
participating in this voluntary program,
agreeing to ensure that young children with
disabilities and their families are provided with

earlyintervention services in accordance with
an Individualized Family Service Plan (IFSP).
Asaresult of Part C of IDEA, children whose
developmental issues previously might have
been overlooked or whose parents may have
had nowhere to turn for help, have the right to
be evaluated and to access services if eligible.

Part C intended each state to create its own
statewide, comprehensive, coordinated, mul-
tidisciplinary, interagency system of early
intervention services for infants and toddlers
with disabilities and their families. Federal
funds were to be used to help connect and
coordinate all available federal, state, and local
public and private sources of funding, and
not necessarily to be a primary payor for early
intervention services to children and families.
Change and variation continue to character-
ize the state Part C programs. As the federal
law allows, the 56 state systems are led by agen-
cies of their own choosing; about half (24) are
lead by health agencies, while 14 are led by edu-
cation agencies, and the remainder (18) by
other agencies including social services, men-
tal health, and disability agencies. Financing
mechanisms, provider relationships, eligibility
criteria, leadership, standards, and personnel
qualifications also vary across participating
states and jurisdictions (IDEA Infant Toddler
Coordinators Association, 2010b).

Although much progress has been made in
the 25 years since passage of P.L. 99-457 (see
box Brief History of IDEA and Part C), some
fundamental challenges remain: lack of federal
funding, state budget deficits, changing pol-
icy priorities, shifts in service delivery focus,
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BRIEF HiSTORY OF IDEA

AND PART C

* 1975: Passage of Public Law 94-142,
Education for All Handicapped Children
Act, which mandated services for
children and youth from 3-21 years old,
consistent with state law.

1986: Education for the Handicapped Act
amended by Public Law 99-457 to
support states to serve children with
disabilities beginning at birth, estab-
lished Part H, Programs for Infants and
Toddlers with Disabilities.

1990: Education for the Handicapped Act
further amended by Public Law 101-476,
and name changed to Individuals With
Disabilities Education Act (IDEA).

1997: IDEA re-authorized and sections
consolidated; Part H becomes Part C.

* 2004: Part C reauthorized

IDEA has four parts:

* Part A: General Provisions

* Part B: Assistance for Education of ALl
Children With Disabilities

* Part C: Infants and Toddlers With
Disabilities

* Part D: National Activities to Improve
the Education of Children With
Disabilities

The next reauthorization of IDEA is
expected to be on the agenda for Congress
after the reauthorization of the Elementary
and Secondary Education Act, which is on
the calendar for consideration in 2011.

Part C regulations were issued for public
comment in 2007 but there has been no
official release date for publication of the
final regulations announced by the U.S.
Department of Education.

variations and narrowing of eligibility cri-
teria, increasing focus on social-emotional
influences on developmental outcomes, and
increasing requirements for accountability,
monitoring, compliance, and data reporting.
These situations also contribute to the recruit-
mentand retention of qualified personnel, and
are tied to changes occurring in other parts of
the early childhood field (e.g., child care, home
visiting, preschool education). Unless these
challenges are resolved, early intervention sys-
tems will continue to be subject to political
and economic cycles, and continued necessary
services may not be assured for the most vul-
nerable children and families.

The needs that drove the creation of Part
C continue to exist. Infants are born with
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Although infants and toddlers grow and develop at different rates, most follow a
predictable path and walk, talk, and learn in predictable ways.

disabilities such as deafness and prematurity
that will affect their development. Infants are
born into extreme poverty, or to mothers with
drug or alcohol addiction, which over time
will affect their health and mental health and
development. Infants and toddlers are abused
and neglected, and their families become
involved with child welfare system. Families
of infants and toddlers with special needs
have multiple concerns and priorities, and
their own resources to draw on. It is unlikely
that a single agency can address all the health,
developmental, community, and support
needs of the child and the rest of the family.
Families who seek services continue to face a
fragmented system. Despite encouragement
and mandates for interagency cooperation
and coordination, itis rare to find a truly
integrated system, especially as families
connect with hospitals, their own home and
family, community, child care, and preschool
settings.

Beginning the Reauthorization
Conversation: Policy Challenges
and Questions to Consider

HE CURRENT CONDITION of Part C early
I intervention has been influenced by
many factors.

Some of the challenges in Part C are best
addressed through federal or state policy, and
some are more amenable to implementation
strategies such as quality improvement,
changes in practice, personnel development,
coordination and collaboration, partnerships,
and the like. In the sections below, we outline
some of the key challenges and pose questions
intended to initiate conversation at the local,

state, and national levels about the upcoming
reauthorization of Part C. Although the
reauthorization is not expected to begin until
atleast 2012, it is important that discussions
begin now so that input can be provided

by all stakeholders and maximum time is
available to settle on the crucial federal policy
enhancements to Part C.

Early Identification and Eligibility for
PartC

With dismal federal and state fiscal
situations, and as American Recovery and
Reinvestment Act (ARRA;2009) funds are
completely expended, states are restricting
eligibility as one way of addressing the
challenge of funding the program. A recent
survey of states’ eligibility criteria indicated
that of the 43 states that responded, 6 states
made eligibility criteria more restrictive
in thelast 3 years and 7 states are planning
to narrow eligibility in 2011 (IDEA Infant
Toddler Coordinators Association, 2010b).
The most restrictive state eligibility requires
achild to demonstrate a 50% delay in one or
more developmental areas to be considered
eligible for Part C. This pattern of narrowing
eligibility, although an understandable
response for a state in fiscal crisis that wants
to stay in the Part C program, raises serious
concerns about young children clearly in need
of services not having them available.

Questions to Consider: Early
Identification and Eligibility
Establishing eligibility criteria and
mechanisms for recognizing children who
might be eligible for Part C are requirements



in the federal legislation. Some of the
reauthorization issues to consider include:

e Should Part C establish a national mini-
mum criterion for child eligibility? If so,
what should this be? If a minimum eli-
gibility standard is set under Part G, is it
possible to avoid the unintended conse-
quence of creating a “ceiling” that will
result in fewer children being eligible?

e What other strategies can be used to
encourage states to keep eligible criteria
broad enough to address the needs of all
young children with disabilities and their
families?

o What might incentivize states to expand
eligibility criteria to include children who
are at risk for developmental delays?

e What changes to Part C could increase
developmental screening and referral
across all child- and family-serving sys-
tems, including pediatric health care,
child care, home visiting, child welfare,
and others?

Evidence-Based Practice

Current and emerging evidence-based
practices—including routines-based transdis-
ciplinary models, primary provider, coaching,
mentoring, and consultation—are being
integrated into early intervention programs
throughout the country. These approaches
focus on serving the parent and child together,
coaching parents as they learn to enhance their
child’s development, consulting with other
professionals, and providing services outside
clinical settings. A national consensus work-
group was convened in 2007 to outline a set of
practices to guide early intervention services in
natural environments (see box Agreed-Upon
Practices for Providing Early Intervention
Services in Natural Environments). These
principles and practices have yet to be incorpo-
rated into early intervention policy, integrated
into training and technical assistance, or used
in a systematic way to improve quality in early
intervention.

Many programs striving to implement
evidence-based practices are challenged by
existing statutory language related to dis-
crete early intervention services and the
requirements to specify frequency, duration,
and intensity. In addition, many in the early
intervention field believe that the statutory
definition of natural environments as a “place”
or “location” (without regard to what occurs
in that setting) limits the implementation of
what constitutes evidence-based practice.

Questions to Consider: Evidence-Based
Practice

Evidence-based practice is considered

an essential component of high-quality
services, and federal legislation may be able

AGREED-UPON PRACTICES FOR PROVIDING EARLY

INTERVENTION SERVICES IN NATURAL ENVIRONMENTS

1. Infants and toddlers learn best through everyday experiences and interactions with

familiar people in familiar contexts.

2. All families, with the necessary supports and resources, can enhance their children’s

learning and development.

3. The primary role of a service provider in early intervention is to work with and support
family members and caregivers in children'’s lives.

4. The early intervention process, from initial contacts through transition, must be dynamic
and individualized to reflect the child's and family members' preferences, learning styles,

and cultural beliefs.

5. IFSP outcomes must be functional and based on children’s and families’ needs and

family-identified priorities.

6. The family’s priorities, needs, and interests are addressed most appropriately by a primary
provider who represents and receives team and community support.

7. Interventions with young children and family members must be based on explicit
principles, validated practices, best available research, and relevant laws and regulations

Source: Workgroup on Principles and Practices in Natural Environments (2007)

to strengthen available research and other
evidence. Some of the questions to consider
during reauthorization include the following:

e What changes should be made to the exist-
ing statutory language (related to services,
frequency, intensity, method, and dura-
tion) to support evidence-based practice
for young children and their families?

e In what ways can federal policy facilitate
the use of evidence-based practice? How
canwe ensure that new federal policy in
this area does not inadvertently restrict
state and local decision making?

e How should the Agreed-Upon Practices
be incorporated into statutory language
(e.g., the Findings and Policy section
of Part C), or are there other sections
of the statute and at the state and local
levels to incorporate the Key Principles
into program guidelines, standards, and
quality improvement and accountability
measures?

e What statutory changes, to which
legislation, are necessary to ensure
continued and adequate investments in
research on early intervention services?

Workforce Capacity and Personnel
Development

States report overall Part C personnel
shortages, especially in rural areas, and
ongoing capacity issues in meeting the needs
of young children with disabilities and their
families; vision service providers, bilingual
staff, and infant mental health specialists
are in especially short supply (Sopko, 2010).
Across the early childhood field, there
continues to be a tremendous need to prepare
sufficient numbers of practitioners who are

adequately prepared to work with infants
and toddlers, including those with delays or
disabilities and their families.

Retaining qualified staff is also a problem.
States report that early intervention salaries
cannot compete with those offered by school
districts, hospitals, and the private sector;
inconsistent funding drives early intervention
professionals to seek more stable work in
other settings. The early intervention field
is also quite varied, including atleast 12
professional roles (e.g., early interventionist,
nurse, social worker, speech therapist).
States differ in their requirements for each
role, in their partnerships with institutions
of higher education, and in the extent that
their professional development systems
are integrated across sectors. States are
called upon to build more comprehensive
professional development systems, with
aconsensus definition of professional
development that emphasizes acquisition of
knowledge and application of this knowledge
in practice. States should identify evidence-
based practices, especially in promoting
children’s social-emotional development,
and base their professional development
systems on these practices (National
Professional Development Center on
Inclusion, 2010). These challenges call both
forincreased investments in professional
development at the pre-service and in-service
levels and for research to document effective
and promising professional development
practices.

Questions to Consider: Workforce/
Personnel Development

e What changes in Part C language, IDEA
Part D State Personnel Development
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Early intervention enhances the capacity of families to promote the best possible
developmental outcomes in their children.

Grants, and additional investments are
needed to improve state professional
development systems?

e What partnerships at the federal,
state, and local levels are necessary to
build proficiency in social-emotional
development among Part C providers
and others who work with infants,
toddlers, and families?

Collaboration With the Broader
Early Learning and Development
Community

ArT C EARLY intervention serves
Pvulnerable children and their families.

These children and families live in
communities and will also be served by child
care, home visiting, community-based early
childhood programs, health, mental health,
and family support programs. Simply put,
children with special needs (whether they
are identified that way or not) are going to
be present in every child- and family-serving
program. Policymakers as well as program
administrators may see early intervention
as separate from the early childhood
education system, when in fact they should
be viewed as integrally related. Therefore,
early intervention needs to be integrated
into every system that comes into contact
with children or with pregnant or parenting
families. At a minimum, all health, mental
health, family support, and early childhood
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practitioners should understand how to make
a Part Creferral if they suspect a child may
have a developmental delay or if a parent has
aconcern regarding a child’s development.
A comprehensive system of early learning,
health, mental health, and family support
will go beyond the minimum and will be
actively working to coordinate all aspects
of the system. New federal policy initiatives
such as early childhood home visiting and
community mental health services for
pregnant and parenting families also must
integrate state Part C early intervention
into the planning, evaluation, and service
continuum.

Some states actively involve the Part C
lead agency in creating comprehensive
early childhood systems, coming together
to coordinate professional development,
mentoring systems, combined child and
family service plans, integrated data systems,
and community screening and outreach.
However, much more can be done to make
sure that infants and toddlers with disabilities
and their families have opportunities to
benefit from child care, home visiting, Early
Head Start, and pre-K early learning efforts.

Efforts to create comprehensive state
early development and learning systems
have been under way through such efforts
as the Early Childhood Comprehensive
Systems state grants, the Build Initiative,
and the Early Childhood Advisory

Councils required under the Head Start
reauthorization in 2007 (Improving Head
Start for School Readiness Act). However,
these efforts do not always require inclusion
of the Part C agency. For example, federal
guidelines for Early Childhood Advisory
Council membership require representation
from either the Part C or the Section 619
preschool special education systems. In
most states these systems are operated

by completely separate agencies; having
only either Part C or Section 619 preschool
special education does not represent the
birth-5 years continuum.

Questions to Consider: Collaboration
With the Broader Early Learning and
Development Community

Addressing the needs and concerns
of families who have children with
developmental disabilities requires
coordination among multiple systems and
functions. There may be changes to the Part
C statute or other federal statutes that can
facilitate collaboration between programs,
funding streams, and system functions. Some
of the questions to consider include:

e How can changes to IDEA or other stat-
utes help ensure that state Early Child-
hood Advisory Councils have rich, full
involvement of Part C and 619 to ensure
the needs of all young children, including
children with disabilities, are addressed?

e What statutory changes are necessary to
ensure adequate and continued support
for parent participation on state Part C
Interagency Coordinating Councils?

e What can be done at the federal and
state levels to encourage alignment of
system functions such as Quality Rating
Improvement Systems, measuring child
outcomes, data collection/reporting
systems, defining early learning
guidelines, and professional standards?

Accountability

IDEA 2004 established a new
accountability system requiring Part C state
lead agencies to establish a multiyear State
Performance Plan and submit an Annual
Performance Report on 14 required indicators.
These indicators relate to areas including
increased child identification, the provision of
timely evaluations and development of IFSPs,
the provision of timely early intervention
services, timely transition, and improved child
and family outcomes.

Creation of state systems to meet these
reporting requirements has resulted in
significant costs in both human and fiscal
terms. No additional federal funds have
been made available to assist states in these
efforts. In fact, with the exception of the much



appreciated one-time ARRA (2009) funds to
Part C, federal contributions to Part C have
decreased in the last several years. In addition,
changes in the measurement directions for
these indicators as the process was initially
implemented resulted in additional costs and
databurden at the state and local levels.

In accordance with the new accountability
requirements, states are now being moni-
tored for compliance on the performance
indicators. The processes for determining
compliance, and verification that a state has
corrected its areas of noncompliance, are
also of concern to states. Federal directives
have established a 100% compliance stan-
dard and arequirement that states must issue
findings and ensure correction even when a
single instance of noncompliance is identi-
fied (e.g., one IFSP meeting occurs 1 day late).
Although it is important to ensure that all fed-
eral requirements are met and all children and
families have available what Part C requires,
itis equally important that accountability
efforts do not compete with or interfere with
the provision of quality services.

Itisincreasingly difficult for states to
respond to changes in federal data collec-
tion and reporting. States have invested in
electronic data systems to ensure timely and
accurate reporting of required federal data.
Anyadditions or changes to federal data
requirements necessitate costly and time-
consuming changes to states’ electronic data
systems. This includes the funding, exper-
tise, and time for the design, development,
training, and testing necessary to respond
to new or revised federal data requirements.
Continual modifications to the data collection
requirements divert scarce resources, both
fiscal and human, from services to adminis-
trative functions. Over time, this diversion
has jeopardized achieving the overall purpose
of the State Performance Plan and Annual
Performance Report process—to improve
results for children and their families.

Accountability is essential to ensuring
quality services for children and families.
However, the accountability process should
be designed so it does not disproportionately
demand resources and attention of state and
local participants to the detriment of the
provision of quality services.

Questions to Consider: Accountability
Monitoring and other accountability
measures can contribute to a high-quality
service delivery system, yet an imbalance
between compliance and outcomes can put
stress on state systems. Some of the issues
that could be considered in preparing for
reauthorization include the following:

e What changes can be made to IDEA to
create an appropriate balance between

Early intervention salaries cannot compete with those offered by school districts,
hospitals, and the private sector.

addressing compliance, accountability,
and ensuring successful outcomes for
children and families?

e What are the appropriate indicators that
will ensure an accountability system that
addresses the purposes and mission of
Part C?

Financing Systems

Adequate and sustainable funding must
be available to support the identification of
all eligible children and to offer families the
early intervention services and supports they
need. Part C requires states to identify and
coordinate all available resources for early
intervention services, including federal, state,
local, and private sources. On average, states
use 9 different funds sources with a range
from 1to 23 sources (IDEA Infant Toddler
Coordinators Association, 2010a). For
example, from federal sources, states report
using Medicaid (including Early Periodic
Screening, Diagnosis, and Treatment ), State
Children’s Health Insurance Program, Title
V Maternal and Child Health, Champus/
Tricare, Early Head Start, Temporary
Assistance for Needy Families, Family
Preservation, and Child Care Development
Block Grant funds. However, although these
sources pay for some services, the funding to
establish the basic structure for identifying,
assessing, and referring children—as well as
assisting their families in determining how
the services will be paid for—must come from
Part C federal funds or state funds provided
for these purposes. Moreover, as discussed
below, actually paying for services, or being
credited for those paid for with parent fees,
adds to the strain on state finances.

In most states, funding is a perennial
issue, never more so than in the current
tight fiscal environment. Contributing to
the immediate crisis is the lack of sufficient
federal investment in Part C. The current
Part C allocation of $439.1 million is $4.9
million lower than its highest funding level
of $444 million in Federal Fiscal Year 2004.
Overall, federal Part C funds contribute
about 12% of states’ entire early intervention
budgets (IDEA Infant Toddler Coordinators
Association, 2010b). Despite the continuing
lack of adequate federal investment in Part C,
2010 data from 40 states indicate that more
than $3 billion is spent on early intervention
in those states. The one-time only investment
of $500 million in ARRA (2009) funds was an
enormously positive contribution to states’
Part C systems. Unfortunately these funds will
be completely spent by September 30, 2011.

While funding has stalled, the number of
children served under Part C continues to
rise each year, from 284,170 children in 2004
t0 348,604 on a one-day child countin 2009
(SPP/ARR Calendar, 2009). The one-day
child count has serious flaws for determining
the actual number of children served under
Part C. Generally, most states who are able
toreport a cumulative annual count report
serving at least twice the number of children
over the course of ayear asare reported ona
one-day count.

State fiscal challenges have continued
toimpact Part C. According to arecent
survey of the 43 states that responded to
aquestion related to state funding, only 9
states reported a funding increase, 14 states
had state funding decreases, and 20 states
had state funding remain the same (IDEA
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Infant Toddler Coordinators Association,
2010b). States are using different strategies to
deal with the increasing fiscal challenges. As
discussed earlier, some states have narrowed
their eligibility criteria or eliminated at

risk populations (infants and toddlers with
multiple, significant risks such as prematurity,
low birth weight, mothers with depression

or ahistory of abuse or neglect, and so on,

but who do not currently demonstrate a

delay in development). For many of these
children, early identification and intervention
could prevent mild to moderate delays from
deepening and becoming more challenging—
and expensive—to address later on.

Other strategies include increasing family
fees for services. Of the 39 states responding
to anational survey question on changes
in family fees, 10 states have not changed
their fee structure in the last 3 years and plan
no changes while 5 states increased family
fees in that time and 3 states implemented
family fees for the first time. One state will
increase family fees in 2011. Some states are
also decreasing provider rates to address
fiscal challenges. Of 41 states responding to
aquestion about provider rate changes, 10
states decreased provider reimbursement
rates and 2 more states will decrease rates in
the next 12 months.

Anincreasingly serious challenge for
most state Part C systems is meeting the
payor of last resort or maintenance of effort
requirements. Part C is designated under
federal statute as “payor of last resort”
requiring states to exhaust all other federal,
state, and local payment sources before using
the Part C funds for services. A state must sign
an annual assurance that the state’s budget for
the upcoming year includes atleastas muchin
state and local public funds as they spent in the
year for which they most recently have data.

While in principle this requirement is
designed to ensure all available federal, state,
local, and private resources are used for early
intervention, in reality it presents a major
challenge in states by not allowing states to
count revenue such as insurance proceeds and
family fees in the definition of the “effort.”

|
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The question must be asked: Why are federal
requirements driving state fiscal decisions
while states are paying the lion’s share of the
cost of this program?

Questions to Consider: Financing

Paying for early intervention services
and the Part C infrastructure is a shared
responsibility between the federal
government and participating states. Some
financing issues might be able to be addressed
in the upcoming reauthorization; consider the
following questions:

e Should the Part C allocation formula,
currently based on state census, be
revised? If yes, on what criteria should
Part Cbe allocated to states? Should the
new funding formula provide incentives
for such things as increase in the number
of children served or improved perfor-
mance in other indicators?

e What level of federal investment is
needed to collect, analyze, and use
finance data such as:

— Thelong term costs of not providing
services to all children who need
services;

— Cost-benefit of successful
interventions; and

— Successful state financing models?

e How can states develop systems to
demonstrate cost-effectiveness of early
intervention?

e What changes need to be made in
the payor of last resort language? For
example, should the language include a
state waiver opportunity as is available
under Part B?

e What changes are needed in the Part C
statute to allow states to use all available
mechanisms to secure adequate
and sustainable funding for early
intervention?

What You Can Do to Improve
Part C Early Intervention

HE QUESTIONS POSED in this article,

and the strategies that are ultimately

selected to address them, will affect
what happens at every level of early inter-
vention. Most of the issues do not have easy
answers. Making Part C more effective and
more consistent with accepted practices will
require thoughtful consideration of the range
of solutions, and the pros and cons of each, by
adiversity of stakeholders. Individual practi-
tioners, parents, funders, community leaders,
policymakers, and advocates can be, must
be, actively involved in this process, and the
resulting policies will be much more likely to
improve early intervention. When the reau-
thorization of Part C begins in 2012, efforts will
intensify and focus on federal policy. However,

you can start your advocacy efforts right now.
Here are some ways you can become involved
inimproving Part C policies:

o Gather early intervention success sto-
ries; enlist the help of families in telling
their own stories to elected officials and
to business and civic leaders.

o Get to know elected officials. Talk
to them about what you do in early
intervention and why it is important to
continue.

e Engage families in policy and advocacy
work—invite them to join advisory
councils, boards, and committees. Ask
ifyou can participate in parent advisory
groups, and share updates and concerns
with each other.

e Know the “Agreed-Upon Practices” that
guide early intervention; create ways to
align your work with these principles.

e Starta conversation about improving
early intervention—get together with
your colleagues and discuss the questions
posed in this article. Share your thoughts
with state and federal Part C leaders.

e Become involved in state-level early
childhood systems work. Learn about
and get connected with your state Early
Childhood Advisory Council.

e Build collaborations and partnerships
at the local level. Visit other programs,
and invite them in to see what happens
in your own organization. Identify
similarities in practices and requirements
and aim for increasing coordination
among programs.

¢ Be active in your professional
organization and become familiar with
their policy recommendations. Join
others in advocacy networks, including
the ZERO TO THREE Policy Network
and the Council for Exceptional Children
Division for Early Childhood.

Conclusion

0 A LARGE extent, the initial intent

of Part C has been accomplished.

However, without addressing the fun-
damental unresolved issues in Part C early
intervention, the potential will not be real-
ized. Part C is an important building block
for enhancing early development and must
be fully recognized as a valued component
of a comprehensive early childhood system.
In the 25 years since the passage of Part C, a
strong foundation for early identification,
intervention, and family support has been
laid, but renovations are now in order. Reno-
vations in federal as well as state policy could
improve quality, strengthen systems, and cre-
ate a qualified and sufficient workforce to
provide services. There must be adequate
and sustainable funding to identify all eligi-



ble children and to provide their families with
the early intervention services and supports
they need. Finally, federal policy initiatives
such as maternal, infant, and early childhood
home visiting and community mental health
services for pregnant and parenting families
must integrate state Part C early interven-
tion into the planning, evaluation, and service
continuum.

Improving and continuing to strengthen
Part C early intervention will enhance state
and local systems to ensure the needs of
infants, toddlers, and families in the system
canbe addressed. This article presented some
of the key challenges facing state systems;
additional, and more detailed, strategic
conversations will be needed. Beginning the
conversation through the questions posed in
this article is a good way to approach decisions
and recommendations regarding possible
changes to IDEA Part C. §
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